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I NTRODUCT! ON

The rapid expansion of the field of mental retardation over
the past several years has highlighted the acute need for nere
trai ned workers at both professional and non-professional |evels.
The training program conducted by The Sheltering Arns School in
M nneapolis, under a contract with the Mental Retardation Branch
of the United States Public Health Service, represented a
comunity-wi de attenpt to explore training techniques and to
attract people to work in this area

The training program served a total of thirty-nine trainees
in three groups; the training period was eight weeks in length
for each group. Trainees represented a wi de range of educationa
background and experience in the field. Some were high schoo
graduates, with no previous exposure to nental retardation; others
had naster's degrees and years of experience as teachers and
- social workers. One was a psychologist with a Ph. D. degree. The
geogr aphi cal range was al so wide. Trainees cane to the program
fromM nnesota, South Dakota, Nebraska, Illinois, |Indians, Massa-
chusetts, Pennsylvania, Arkansas, and Texas. Inquiries about the
program cane frommany other states, from Canada, and from I ndia.

The content of the training program consisted of three
aspects: in-service placenents in a variety of conmmunity prograns
and agencies; a lecture series covering basic factual materia
about nmental retardation and services in this field; end selected
readi ngs which trainees carried on outside the working day hours.
Trai nees were evaluated by their supervisors in the in-service
pl acements, and also took a final exam nation covering the
content of the lecture series. Trainees, in turn, were asked to
evaluate the training programat the close of the eight week
‘peri od. ' : :

: The Sheltering Arnms staff carried najor responsibility for
iplanning and carrying out the program but this would not have
‘been possi bl e w thout two-essential sources of help. W are
wgrateful to the United States Public Health Service for the
“financial support which nade the program possible, and in addi-
“tion, we wish to express our deepest appreciation to the many
~comuni ty prograns and agencies which so generously opened their
¥doors to the trainees on in-service placenments, wthout whose
vhel p the program could not have been undertaken at all. A speci al
smord of thanks is due our faithful |ecturers who contributed their
ﬁknomdedge and experience through the lecture series.




The suggestion of conpiling the lectures into published form
cane fromthe trainees. W hope this volunme will be of interest
and value not only to the trainees however, but to other people
concerned with the multiple problens of mental retardation.

Harriet E. Bl odgett, Ph. D

Proj ect Coordi nator

The Sheltering Arns Training Program
4330 West River Road

M nneapol i s, M nnesota

Oct ober, 1965
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A FACTUAL REVI EWOF MENTAL RETARDATI ON

Harriet E. Bl odgett, Ph. D
Program Director
The Sheltering Arns

As we begin the lecture series of this training program it
seens appropriate to do sone reviewi ng of the basic concepts
concerning nental retardation. Although various definitions of
mental retardation have been fornul ated, the essential conponent is
sub-average intellectual capacity. In children, this is basically
defined by inability to learn nornmally; in adults, by inability to
be sel f-sustaining and independent in ternms of expectations set by
society for adults. Mental retardation is a multiple problem Its
di nensions are bounded only in part by degree of intellectua
defect, although this is an inportant boundary. They are also
formed by: patterning of Intellectual abilities, which may affect
| earning progress and adaptation to work; patterning of enotiona
reactions, which in turn may be affected by organic - causation
factors as well as by experience and native endownent; patterns of
behavi oral adjustment, which in turn are deternined both by
causation factors and by |ife experience; aspects of physical health
and added sensory or notor handicaps; patterns of famly climte,
inportant in all aspects of child growth and devel opnent; and by
patterns of societal attitude and provision for retardates, which
af fect opportunity for education, recreation, enploynent, and which
broadly shape the environnental clinmate for retarded individuals.

Mental retardation includes a wide range of disability. G oup-
ings of degrees of retardation were made |ong before psychol ogi ca
tests pernmitted nore exact numerical expression. Historically,
three broad groups of retardates were defined - the idiot, the
i mhecile, and the noron groups. The devel opnent of psychol ogi ca
tests led to the use of 1Q groupings as "short cut" descriptions of
functioning ability levels. Studies of mental growth processes and
the devel opment of intelligence contributed further to our under-
standing of nental retardation and to our ability to predict fina
I evel s from childhood neasures of ability. '

Intelligence develops on a time schedule, with both maturation
and learning involved. The organismarrives in the world with
genetic, biological potential for growh and devel opnent of al
capacities. This potential varies from one person to another
presumably on a genetic basis, and giving rise to the whol e concept
of individual differences. Sone retardates apparently do not have
specific causes for slower than normal rates of devel opment, other
than the genetic inheritance they happened to get through hereditary
transm ssion - they formthe "garden variety" group, to use the terra
Sarason uses. The further down we go on the scale of .intelligence,



the hi gher the incidence of other associated defects and, in
general, the greater the likelihood that nedicine and/or genetics
can point out specific causative factors.

In infants and young children, the early nanifestations of-
intelligence are seen in ability to pay attention, to notice, in
| oconot or and notor devel opnent, in ability to make sinple
discrimnations, in ability to acquire information. The conprehen-
sion of |anguage and |anguage devel oprment introduces another
di mrension. Wth further devel opment time, conmes the energence of
abilities to. conpare and differentiate further and the devel opnent
of thinking, reasoning, judgnment, synbol nmanipul ati on, and abstract
concept appreciation and use. Although many tests of intelligence
have been devel oped on the basis of specific kinds of ability, nost
theories of intelligence are based on the concept of a general kind
of intellectual ability. Mental growth, I|ike physical grow h,
proceeds rapidly at early ages and then less rapidly in later child-
hood, leveling off somewhere in middle adol escence for nornal
ability ranges, continuing to a sonewhat later age for gifted
peopl e, and conming to e halt sooner for retarded groups. The nore
l[imted the intellectual potential, the earlier the age of conpletion
of the mental growth process. :

Tests of intelligence were devel oped for highly practica
pur poses - school grouping and educati onal planning. Binet is
credited with developing the first useful intelligence test, and his
wor k furnished the basis for later refinenment of testing processes.
We shoul d perhaps tal k specifically about sonme of the kinds of
neasures of intelligence which are in use now.

" Goup tests of intelligence have been constructed which can be
given to a group of children (or adults, for that matter). These
are useful as a rough sorting device, for some grouping purposes in
school settings, and as a screening technique to locate those
children who need individual study. Goup tests are generally not
very-useful with retarded children, and do not furnish adequate
information for any individual diagnostic work.

“Individual tests are the diagnostic instruments we rely on
They can be further subdivided in terms of scoring systens and kinds
of ‘content. Age scales generally nake use of standards established
for age groups and conpare the individual subject with expectations
set for the "average" performance. Point scales generally assign
points of credit for subtest performances, and the total of points
is-then translated into a mental age level. Verbal tests are those
whi ch make use of |anguage both in presenting test itens and in
responding to them performance tests do not require the subject to
give verbal replies. Sonme of themuse |anguage directions, but
usual |y can be adapted to administration by pantomne. Tests are
st andar di zed by being given to large popul ati ons which are sel ected
to be representative of the total population; the individual child
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- being tested is in effect being conpared to the entire standardiza-
tion group. Many, but not all, tests nmake use of a mental age
concept, which represents the average level of the child s test
performances. By conparing the nental age with the child's chrono-
| ogical age, e ratio figure known as the Intelligence Quotient (10Q
i s obtained.

In using tests with nentally retarded children, we often do run
into a variety of handi caps which nake it necessary to make sone
adaptations of testing procedure. Dr. Holbrook will be talking
specifically about some of these problens later in the series; at
this point, suffice it to say that when we do deviate fromthe
st andar di zed procedures, we |ose some of the accuracy of the testing
instrument - but at the sane tine, we may achieve a better estimate
of ability than we could get any other way. The use of psychol ogi ca
tests is a highly technical field. Examiners need rigorous training
and consi derabl e supervision while they are learning to use tests
meani ngf ul | y. '

Tests have come in for heavy criticismfrommany sources.
Parents are often suspicious of them - especially parents of handi -
capped children. They have sonehow gotten the cart before the horse
and have the idea that it is the test which creates the handicap
Psychol ogi cal , medi cal, and educational diagnostic processes with the
retarded are not perfect, but the fact remmins that these processes,
at their present stage of devel opnment and perfection, are guides to
pl anni ng which are far superior to the unsupported subjective judg-
ment of parents, teachers, or other observers of retarded individuals.
The nost useful single instrunent for individual prediction of
achi evenent and adjustment remains the individual intelligence test,
admini stered and interpreted by a well trained and experienced
psychol ogist in the light of the individual's social and devel op-

mental history. It is certainly helpful in filling in the picture
of the child's total pattern to have avail abl e observational and
anecdotal data which will bear significantly on total personality and

hence on prediction of total adjustment, but these kinds of data nust
be viewed as supplenmental or question-raising rather than final in
nature. This is true because of the unstandardi zed nature of such
observations, because of problens of dissinilar franes of reference
and conpari son, and because of the subjective factors involved in
such observati ons. )

Test results are useful in helping us to predict school |earning
and later goals which will be appropriate for the retardate. Academic
goal s, especially, can be set at suitable levels for various nmenta
ages and rates of devel opment. For educational planning, know ng the
mental age is nore hel pful than knowing the 1Q score, although of
course the mental age can be arrived at easily if you have both I1Q
and age to work from A six year old with an IQof 75 is a |ong way
frommaki ng progress with reading, whereas a nine year old with an



IQ of 60 is probably considerably closer. Learning achievenment is,
of course, affected by many other factors than ability |evel by
itself. Ability patterns differ, and sone children have specific
perceptual defects which interfere markedly with |earning progress.
Interest and notivation and personality traits can also be quite

i mportant. Even so, however, we can make fairly broad predictions
whi ch are useful and neaningful on the basis of quantitative and
gqualitative test performances.

O course our concern is with more than just school | earning.
We are concerned also with adult outconmes - vocational possibilities,
soci al adjustnent aspects. The evidence of followup studies of
retarded people is one source of information as to whst happens, in
adul t hood, to people who as children were considered nentally
retarded. One such study followed up the same group of retardates
at two different times. The first follow up was done during the
depression and the second followup was done in the 1940's. Even
during the depression, nore than half the subjects were found to be
at least -partially self supporting, but this nunmber had increased
mar kedl y between then and the second follow up, suggesting the
i fportance of the economic climate in relationship to possibilities
for self-support. W would expect that changes in social attitudes
and acceptance of nmental retardation would contribute positively to .
any such study being undertaken at the present time. Such things
as sheltered workshops and vocational rehabilitation programs would
be expected to enhance the enployability of retardates now.

VWhen we say that the najority of retardates will remain in the
community and be at least marginally self-supporting, this is true
as far as it goes, but we would further define that portion of the
total retardate group for whomit is true. W should also point out
how rapi dly the numerical incidence of retardation decreases as we
nove on the curve of normal distribution fromthe |ow average to
dul I -normal to borderline to higher grades of retardation and then
down to the trainable and total care |levels. Nunerically speaking,
by far the majority of retardates fall in the educable category. If
we |l ook at followup data in general, the "marginally self-supporting”
statenment is true for nost of the 1Q 65 and up group who are predomi -
nantly famlial or subcultural in causation type. Many of this group
are not in special education progranms ever; they are the relatively
even-ability patterns who are not in conflict with their fanilies
patterns of achievement or expectation, who nove through school as
poor achi evers but not necessarily as social problens, who get jobs
pretty much "on their own" although some of them nay be served by
speci al enpl oynent help or rehabilitation help. This group does not,
typically, include many of the |ow educables in the general |Q range
of 50 to 65, or many of the educabl es who show organi c probl ens of
behavi or or enotional adjustnent, or many whose fam |y 'situations
have been notably destructive or enotionally non-supportive, or many
at the trainable level. O these latter groups, those who can
contribute to their own support are nore likely to be those with



fortunate famly situations in which linmted enploynment is possible,
not those who are dependent on conpetitive enploynment for their
support. :

It begs the question to say that if comunity attitudes of
acceptance and enotional support were different, many of the
retarded could be nore self-supporting than they are. Abstract
attitudes of acceptance and synpathy can, to sone extent, be "taught"
to a popul ation; concrete attitudes of day-to-day toleration of
i nconpetence in work situations and perhaps even nore inportantly in
social interaction are an entirely different natter, because these
attitudes are nore tied to individuals' own needs in co-worker
situations and hence nore tied to self-preservation and sel f-confort
areas. It is no accident that retarded individuals |ose their jobs
more often for social reasons than because they are unable to perform
the tasks assigned to them This suggests that our educationa
prograns for the retarded, both educable and trainable, have been,
in the past, tied to the wong objectives. They |lose their jobs not
because they cannot read but because people cannot put up with their
" social interaction characteristics. This suggests that we should be
devel opi ng school curricula for both educables and trainabl es which
are geared to devel opi ng acceptabl e soci al - behavi or patterns and
work attitudes rather than academic skills, at least for their own

sake. In general, the teaching of specific job skills is |less
useful than the |ong-term devel opment of good work attitudes. Most
of the jobs which truly retarded people will fill are basically

unskilled jobs. Their adequate perfornmance is nore dependent on
responsibility, good habits of being on time, sticking to the task
not getting upset by minor interpersonal difficulties, staying out

of trouble with the law and with the nei ghbors, than on specific job
training. This points toward in-service training in the job
situation, or in a sinulated job situation, rather than |ong-term
specific teaching of conplex skills.

The ability of the adult retardate to remain in the community
depends upon his social adjustnment, his adaptation to job responsi-
bility, and the kind and amount of supervision he requires, as well
as on the attitudes of the community. His ability to remain in the

community with maxinum |l ife satisfaction to hinself depends not only
~on these things but also on the availability of life satisfactions
to him W have tended to argue by analogy that what is good for
normal people is, in watered-down form good for retarded people.
There is considerable evidence to the contrary, in the excellent and
happy institutional adjustnents made by many individuals and attested -
to not only by observation within the institutional setting but also
by parent report on visits at hone - even when these parents have
initially, and for a long time, opposed institutional placenment and
have accepted it only when they cane to feel that happiness within
the honme and comunity was an inpossible goal. Retardates them
~ selves have often expressed the feeling of "belonging” in an insti-
tutional setting and have shown satisfaction in the conpani onship of




people like thenselves. Many of the comunity facilities we have
been busy trying to develop are, at best, a limted, inperfect form
of a good institutional program which is essentially a "mnature
world" in which the retarded individual csn adapt and find satis-
factions which are lacking to himin the normal world. |If we accept
the premises that lower-ability retardates (i.e., the majority of
trainables, all the sub-trainables, and a considerable proportion of
the | ow educables): 1) cannot "nanage their lives with ordinary
prudence;" 2) cannot enjoy ordinary social interaction in the nornal
worl d; 3) cannot take responsibility for financial aspects of their
lives; 4) cannot conpete with satisfaction to thenselves in any area
of normal living; and 5) require considerable protection by famly
or by fanily substitutes, then it follows that society ae s whol e has
sone avail abl e choi ces between offering the protection, security,
cushi oning of existence to this group of retardates either through
protected community facilities or through institutional facilities.
When the argunent is advanced that provision of day care facilities
reduces the cost to society of caring for the retarded, we shoul d

al so consider the hidden costs to-society inherent in the famly
sacrifices to protect the retardate and provide for hie total needs
beyond the "enpl oynent hours" of nine to five, which may be net by
some community provisions. | believe we cannot afford to negl ect
the societal contributions of parents who, enotionally and practi -
cally, may be tied to the retardate, or the contributions of other
-fam |y nenbers who nay be, to sone degree, enotionally and produc-
tively crippled by the interlocking, often essentially neurotic

rel ati onshi ps which have constituted their "cultural inheritance"
within their famlies. One of the factors in the adjustnment of many
brain-injured individuals of defective intelligence, both at educable
and trainable ability levels, is inability to adapt to change. The
institutional setting offers far nore possibility of inproving tota
adj ustnrent through | essening the denands for such adaptation than
comunity prograns can possibly offer. W should give these factors
consi derabl e thought to deci sion-naki ng.

We have, professionally, in recent years, tended to focus .
attention on the retardate as an individual to the exclusion of view
ing his famly as having anything to do but provide for his needs.

Wen we do view himas part of s famly unit, it.is currently popul ar
to say that this famly unit should be protected through the exten-
sion of hel pful societal resources. | think we often need to do sone

critical thinking about this viewpoint. W nust look not only at the
retardate but at the fanily unit itself. W nust develop nore skill
in diagnosing and dealing with varying degrees of fanmly strength.

W nust be realistic enough to admt that families differ in strengths -
intellectual, enotional, adaptive; that famlies differ in problens -
econom ¢, financial, other life satisfactions available, other denmands
in terms of nunber of other children, adjustnents, problens, neighbor-
hood assets or detrinents, supports or |acks of supports, health

probl ens, marital adjustment problens. For nany famlies, the con-
tinued presence of a retarded child who presents difficulties spells



the difference between narginal failure and nargi nal success,

bet ween being an asset or a liability to society. W need to weigh
very carefully whether keeping a retarded individual in such a
setting justifies the total cost to society of supporting the éntire
famly unit. W talk of supportive services in ternms of counseling,
t herapy, snd the like - but | believe we need to recogni ze that
supportive services should be used to support only what is genuinely
constructive and useful both to the famly end to society as a whol e.
Many families would not need extensive supportive services if their
retarded child were not living in the home. Many times these
supportive services cannot provide the needed support anyhow. W'
need to bal ance the geing against the costs, in terns of numbers,
societal contributions, loss of living satisfaction to parents and
other famly menmbers, as well as in economic ternms. | think we stil
have sone things to learn in order to do this "bal ancing" job w sely
and wel | . : '

W should perhaps talk a little bit about problens of diagnosis
and tool s of diagnosis. Thorough nedical evaluation is certainly
i mportant and unfortunately often not done. There is general agree-
ment that medical training should include nore sttention to problens
of nmental retardation. In future lectures you will be hearing about
some of the kinds of retardati on problens which are now being nore
conpl etely understood nedically and the inplications this holds for
preventi on of sonme cases of retardation. In studying s child we also
need to be sure to include attention to possible sensory defects
since these are so inportant as additional handicaps to |earning.
Then we need careful evaluations of mental ability. Wen at al
possible, it is valuable to have both a verbal end a performance test,
since many retarded children have speech problens and since the two
types of tests do tap sonewhat different kinds of ability. Anong the
tests nost often used, to which you will be seeing references in your
readi ng, are these: Wth the youngest age ranges and with nore

severely retarded children up to later ages, the Cattell Infant
Intelligence Scale and the Gesell Devel opmental Schedules are in
common use. The Merrill Palmer Scale is primarily a performance test,

useful for normal children up to about age five, but useful with
retarded children depending on how severe the retardation is up to age
nine or ten snd sonetimes older. The Stanford Binet Scale is the nost
comonly used test for children fromage two through high school age
ranges, and this is the one considered nost predictive of schoo
success. The Arthur Performance Scale is another of the performance
types of test not requiring verbal replies; it is useful for normnal
children in the sge range of about six to twelve, and for retarded
children - again depending on the degree of retardation - from about
age nine and up. The Wchsler Intelligence Scale for children is

i ntended for normal children between five and sixteen, but is not very
useful for retarded children of educable ability before about age ten
The Wechsler Adult Intelligence Scale can be used for retarded adults,
but, again, the nore retarded adults would find little on this test
with which they could be successful. The Bender-Cestalt is a test



whi ch invol ves copying drawings and is useful in picking up
perceptual -notor defects; it is not an intelligence test as such
The Illinois Test of Psycholinguistic Abilities is a fairly new

i nstrunment which has been used nore for research purposes than

in diagnosis, up to now. There are, of course, other test instru-
nments but these are the ones you are nost likely to run across in
your readings. . :

In addition to the nedical information, the sensory eval ua-
tions, and the intelligence tests, we also need to have background
i nformation, descriptions of earlier devel opnent, information about
the famly situation and the emotional climate in which the child
has lived. This case history data is usually supplied by parents.

-1t needs to include sone facts about health history, birth record,
~and early devel opnent as well as current information. Most text-
books dealing with retardation problens include sone kind of case
history outline to be used as a guide. W want to know, too, about
the anount and ki nds of group experience a child has had. W want
to know about his enotional responses and about ways parents have
used to nanage his behavior. |If he has been in school, we want

i nformati on about his adjustnent, behavior, and learning in the
school setting. '

Trial periods are awfully inportant in determning how wel
a child can adapt to a group situation, whether it is a day
activity center or a school program The chief trouble with tria
periods, for retarded children, is apt to be that they are too
short. A period of a nmonth is just not adequate to serve as a
basis for judging that a child cannot adjust in a new situation -
although it is true that there is sometines a child who sinply
can't be handled in a group situation long enough to pernit a
really adequate trial. 1In general, we have felt that a whole
school year is not too long, if the child can be nanaged at all,
even though he requires nmuch extra attention and supervision. Nor
is the fact that a child fails tb adapt in one group adequate
evi dence that he would not be able to adapt in another. Sonetinmes

groups have to be "juggled' quite a bit before optinum pl acenents
are found.

Throughout the training period, we will be talking about the
whol e range of retardation problens: The child, the adol escent,
the adult; the higher ability educable, with limted potential for
academ c |earning but considerable potential for near-independence

10

as an adult; the lower ability trainable, with capacity for devel op--

ing fairly adequate skills for self-care but limted |ikehood of
adult self-support; the "total care" ability level and the needs
this group has for security end protection. W wll be considering
all kinds of prograns we know sonething about - nursery school,

day care progranms, special education prograns, vocational prograns,
sheltered workshop prograns - and trying to see what things are
needed which are not now available. W will be concerned with |ega



and governnent a

as wel | .
practi cal
i ng one.

aspects of the problem and with econom ¢ aspects

We will be thinking about both the professional and the
aspects of problems. It is a big field, and an expand-
Learn all you can

11
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SI GNI FI CANT | NTERACTI ON OF OTHER HANDI CAPS:
SENSORY, MOTOR, PHYSI OLOG CAL, SPEECH, SEI ZURES

Sar ah Hol br ook, Ph. D.

Seni or Psychol ogi st, Child Study Departnent
M nneapolis Public School s

| would like to begin by telling you about Howard; this is not
his real nanme, of course. Howard is 17 years old. Early in his life
he was described as nentally retarded, borderline defective range, and
at about the same tine, the physicians discovered that he also was a
victim of nuscul ar dystrophy, a progressive neuro-nuscul ar di sorder
| eading, in the nost severe cases, to conplete hel pl essness. This
conbination of difficulties will illustrate for you some of the pro-
blens that we will discuss today. Howard is confined to a wheel chair;
unable to take care of his own toileting, feeding or propelling him
self around. He does not have the strength in his hands to turn the
pages of a book so that he can read. He can barely talk audibly and
his speech is extrenely slow. He can read, though not as well as
m ght be expected. It's a little hard to know whether or not he
wants to read. Since this is probably one of the few renmining things
that he could do to pass the time and entertain hinself, it seens
tragic that he does not read better. The interaction of two things
nmakes eval uation of his present situation and planning for himextre-
mely difficult. . Perhaps he could function at a better |evel than he
does academically if he were not so severely handi capped physically.
On the other hand, if he were brighter than he is and better notiva-
ted, it is possible that mechanical aids nmight 'be devised to make it
possible for himto do nore.

Then there is Tormy. Tonmmy had an ol der brother who was di ag-
nosed at age five as being nentally retarded, entered in a regular
ki ndergarten and after sone time was found to be deaf, a fact which
had been conpletely missed. In subsequent intelligence testing, he
earned better and better scores and this boy is now functioning within
the normal range in a class for deaf children. Wen Tomy was studied
naturally the possibility that he also was deaf had to be considered
After several evaluations, it is now quite certain that Tonmy is both
hard of hearing and nentally retarded. Now the questions that this
child's situation raises are as difficult as those faced w th Howard.
Where should Tommy be placed in school? Should he be placed with hard
of hearing children or with retarded children? How safe are the pre-
dictions that can be nade at this time about his final intellectua
level ? What will he be able to do educationally or vocationally? Can
aretarded child learn to lip read? Lip reading is not an easy thing
to learn; not sonething that can be done w thout good notivation, good
training and an interest in what's going on. |If Tommy cannot be
taught to lip read, how can he comunicate with others? How certain
are the estimates of his level of retardation?

These two cases illustrate the probl ens of eval uation, education,
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and prediction about which I will talk in nmore detail. It is a sad
fact that the problemof nultiple handicaps is not dealt with as such
inthe literature that is available to us. | ran quickly through the

books on special education in the library and found no book that
devotes so nmuch as a chapter to this problem Sone make a fleeting
reference to it, but nmost of themnot even that. Yet the nultiply
handi capped present nost chall enging end conpl ex problems, both to
the di agnostician and to the educator.

You have heard sonething about intelligence tests, how they are
used, the growh of intelligence and so on. The first point | want
to nake is that adaptation of procedure and test material is not only
perni ssi bl e, but necessary in working with nultiply handi capped chil d-
ren. Though we have standardi zed procedures and expect to use them
when we can, the problemis that when any avenue of response is cut
off, it necessitates adaptation of the nmaterial in sone way. Adapta-
tion must be done, and the inplications for recommendati ons nade there-
from W can't nake the sane assunptions about tests that have been
adapted to a child's handicaps as we can about those given in a
standardi zed manner. The second point is that observations by psycho-
| ogi sts, teachers, classroomassistants, parents are extrenely
inportant in the evaluation of nultiply handi capped children. Know
| edge, therefore, of child devel opment principles and child behavior
is extrenely inportant in order to evaluate what we see. The third
point: qualitative aspects of the test performance itself are very
i mportant. Sometinmes scores are inpossible to get and the psychol o-
gist nust nake a statenment based on the qualitative aspects of a
child s performance. Experience with nornal as well as handi capped
children helps to keep in nmind the base |line of typical behavior to
use as a standard of conparison. Tests are selected and adapted to
get around, not to reduce the effect of the handicap. They shoul d
elicit responses froma child in ell areas of behavior in which he can
function so that general estinates can be made. W do not, for
i nstance, want tests that woul d be an advantage to nentally retarded
children because we are trying to assess the deviation fromnornal.
Tests are adapted and selected so that the child has an opportunity
to express everything that he has, but not to destroy the effects of
the limtations of his handicap

I will begin the discussion of specific disabilities with cere-
bral pal sy because a larger percentage of these children are nentally
retarded than is true of any other handi cap. Mst studies show that
at least 45%of cerebral palsied children are retarded to sonme extent.
The difficulty of evaluation increases in direct proportion to the
severity of either one of the handicaps; that is, the nore retarded
the child, the nore difficult it is to be sure that a good estinmate
is obtained. The nore physically handi capped the child, the less the
confidence that can be placed in the results of testing. A mildly
pal sied child with a nild retardation is not such a difficult problem
Tests of nornal pre-school children depend very heavily on notor
devel opnent and sensory responses. These two avenues of expression
may be unavailable to cerebral palsied children and thus the test taps
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too narrow a range of behavior. Therefore, the tests for nornal
children, adapted for use with handi capped children sonetines give us
very little. |If a young child cannot use his hands, cannot wal k, and
has no control over his head, the psychologist is limted in the kinds
of things that will help evaluate the child' s thinking. W often need
to adapt test material for the child who has no use of his hands.
Cccasionally only the nmovenent of the child' s eyes can be used as a
sign that he conprehends what is going on. Speech, of course, is
often very inpaired, sonetines absent altogether. You have seen the
Merrill Palmer nmaterial - the boxes and form boards and that type of
thing. |If the child can use his hands, this is a useful instrunent
because no speech is needed; denonstration is used to get himto do
what he is supposed to do. However, if the child cannot use his hands,

a picture vocabulary test is helpful. There are cards with four

pi ctures and the exam ner says "chair" - then the child is to point to
the chair. Now, if he cannot point, he may be able to indicate the
right picture by the direction of his gaze. |If his head is so spastic

that he cannot even do that, there may be a finger that he can raise
for yes and another one for no. The exam ner points to each picture
and the child nakes a notion of that sort. One caution about the
interpretation of picture tests is in order. Wen children are so
severel y handi capped physically that they cannot do anything, they
have probably also been pretty limted in their experiences. They
haven't been out as nuch as other children and as the pictures becone
increasingly difficult, they soon depict things that he really has not
had a chance to see, although he is old enough to have done so if he
wer e not physically handi capped. The Colunbia Mental Maturity Test is

anot her non-verbal test in common usage. It has less predictive val ue
than the picture vocabul aries, but the idea is so good and the materi al
is so attractive that it is often helpful. It requires the child to

nmake di scrim nations, very sinple at first and then increasingly diffi-
cult, finally involving nore than one concept. The test does
differentiate ability to sonme extent, there is no doubt. | think the
only care to be taken is not to use it as predictive of success in

school learning because it is not closely related to progress in
school

If the child has sone speech, there is general agreenent that the
Stanford-Binet is the best test to use, particularly with young
children. At the early levels, there are nany notor tasks that the
child will not be able to do if his hands are not usable, but there

are also verbal items. Mst psychol ogists adapt the Binet as nuch as
possi bl e.

When every devi ce has been used, including the psychologist's
observations, it is possible only to nake what we call an educated
guess, rather than a definite statenent about the child' s ability.
However, as | was |ooking through sone of the literature, | found that
various studies report that in 90%of the cases of cerebral pal sy
children, an estimate of the child s ability can be nade. As | think
back about ny own experience | think that is probably right. Studies
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al so show that when the psychol ogi st nakes an estinmate he is apt to be
right in 75 to 80%of the cases when conpared with the child' s schoo
progress the next two years. However, when evaluating nultiply handi-
capped children, it is better to err on the side of optimsm because
when a valid test cannot be obtained, the only possible thing to do is
to enter the child in school and see what he can do. Tests after al
are intended to be predictive and shortcuts of what the life situation
woul d establish anyway, so that if testing is inpossible, the child
shoul d have a chance to show what he can do.

Let us tal k next about hearing handi capped children because this
is the next roost difficult category. An interesting thing that is
bot hersone and it points up, | think, why the diagnosis here is so
difficult is that there are many signs of hearing loss that are al so
characteristic of mental retardation and vice versa. For exanple, a
retarded child and/or a deaf child nmay be characterized by del ayed
speech. Lack of response to the spoken word could be due either to
deafness or retardation. Lessened |aughter is another sign of either
defect. A child who does not respond to humor, see a joke, or |augh
m ght be either deaf or retarded or both. Head banging is another
characteristic of both deaf and severely retarded children. Imtative
play rather Chan creative play is characteristic in both groups - the
deaf child because he doesn't hear instructions or hear what people
say and the retarded child because he hasn't the ability. He is nore
apt to imtate because he doesn't think of his own innovations. Tem
per tantruns are also common partly out of frustration and |ack of
comuni cation in both cases. |In testing young deaf children, the
Merrill Pal mer can be used. As you noticed, the itens are nanipul a-
tive and problemsolving in a non-verbal way. Denpnstration is used
and the material is so attractive that even though the child is
flighty and inattentive, he will usually enjoy it and stick with it.
The material seens very nmuch like play materials that can be bought
in stores - you probably noticed that. This means that nmany children
have had exposure to sone of the tasks. When a totally deaf child
perforns within the normal range on the Merrill Palmer, it is ny
impression that he is at least within the average range or has had
very good experience and training at home. Wen a deaf child cannot
do the tasks at his age level in spite of denonstration and possible
previ ous experience, then it seens reasonable to say that he is
probably retarded. This, of course, assunes that he is cooperating.
Wth ol der deaf children the Arthur is a good instrument. This test
has a lot in common with the Merrill Palnmer scale. It was devel oped
for use when it is necessary to mnimze conmmunication problens,
either with deaf children or others who do not communicate verbally.
It is intended for older children, but is made up of formboards,
pi cture: tasks, and other perfornance itens. The instructions are
given in pantom ne so that no |language is needed. Another test in

common use with deaf children is the Nebraska scale. It it for schoo
age children and gives us a neasure of school learning ability rather
than an 1Q It too is conpletely non-verbal with directions given in

pantom me. The mmjor adaptation in the testing of the deaf children
is in the use of pantom ne and gestures. Now, this sonetinmes presents
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a problemin interpretation to parents and sonetimes even to teachers.
If a parent observes the testing of a young deaf child, the parent may
say that the child could do the task but that he did not understand
the directions. Part of the neasure of intelligence is conprehension
of direction; therefore, if the child cannot do the task, it is not
crucial whether that is because of |ack of conprehension or |ack of
ability. It may be sone of both, but it is inportant to interpret to
parents that a normal child would understand this pantomime.

Vi sual handi caps coupled with nental retardation also call for
sone adaptation of test material. Cbviously the necessary adaptations
"here are to elinmnate the visual cues. |[If the child is known to be
vi sual | y handi capped when his intelligence is neasured, certain tech-

ni ques can be adapted. Fortunately for us the causes of blindness are
not so likely to be associated with other factors that would al so
cause retardation. The average intelligence of blind children through-
~out the city is within the average range, in contrast with the deaf or
the cerebral palsied. However, occasionally a severely retarded blind
child is seen. Wth young blind children, we are dependent on obser-
vations of their behavior, their play interests, response to verba
cues, tactile and auditory cues, curiosity about what's in the world
about them conprehension of directions, interest in new activities,
and nenory; these are all very inportant in evaluating a young blind
child. However, many blind children have been extremely over-pro-
tected and in such cases capacity to interact with the world ground
himis very much reduced. Blind children who have never been all owed
out of their cribs or playpens have not developed an interest in a
bi gger world; many have fears and extrenely inhibited behavior. There-.
fore, observations nust be acconpanied by a know edge of what the
child' s experience has been, how he has been handl ed and how nuch
chance he has had to develop normal behavior. An adaptation of the
St anf or d- Bi net has been nmade, called the Hayes Binet, which is really
only a conbination of the verbal itens fromtw forms of the Binet.
This is the test of choice with blind children when possible. A
blind child is also asked to handl e nmaterials, nane objects, answer
guestions about the fam ly, about names and ages of siblings, about
activities. To sonme extent this taps his conprehension of the world
around him dder children can be given the verbal section of the
Wechsl er Intelligence Scale for Children. The WSC is an intelligence
scale for children which has a performance section and a verbal seéc-
tion. The verbal section is rather highly related to acadenic |earn-
ing but it is useful with older blind children and the correl ations
between it and the Binet are good

The conbi nation of nmental retardation and seizure patterns shoul d
al so be nmentioned. The choice of tests for children who have sei zures
is dependent entirely on what else is wong with the child. The main
problemin testing a child who has seizures is how often he has a
seizure while being given the test. Petit mal seizures are often
first seen by a psychol ogist who is giving the child an intelligence
test because sonebody thinks he is retarded. This happens because
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the psychologist sits with this child in a close, direct relationship
for an hour or nore and if the child is having very many petit na
seizures, he is likely to have one during that time. Sometinmes the
seizure woul d escape notice in a nore general group situation. |If
petit mal seizures are known to exist or if they are seen in the
process of testing, the psychologist nust be sure that the child hears
directions; nmust repeat directions if needed and, in interpreting
results, nust take into account the possibility of seizures having
occurred. Interpretation of test scores of epileptic children, parti-
cularly if they are also retarded, should be nade with great caution
and not until repeated nmeasures have been obtained. The conbi nation
of mental retardation and seizures is very comon and these chil dren,
as a rule, appear in any group where there are retarded children. The

hazard is less in diagnosis than in long range predictions about these
chil dren.

Speech probl ens should al so be nentioned. Everyone who works
with retarded children or cerebral palsied children beconmes very adept
at under st andi ng un-under st andabl e speech. However, sonetines speech
is absent altogether and sonetimes it really is unrecognizable, so
that the nost experienced people can't nmake out everything a child is
saying. This, of course, inrelation to nental retardati on means that
the tests given should be those that do not require speech. Here the

Merrill Palmer, the Arthur, the Cat ell and the Peabody are agai n use-
ful. Wth older children, the performance section of the WSC is
indi cated. Some children with severe speech problenms will inhibit

speech al together because they are self-conscious about it and will
say they don't know rather than attenpt the difficult process of try-
ing to express an idea.

A sixth category of overlapping defects is Central Nervous System
(C.N.S.) disorder and nental retardation. It is a difficult one to go
into because it is such a broad field and one that we don't know
enough about. Mental retardation as well as each of the aforementioned
defects is often acconpani ed by sonme degree of cerebral damage. The
eval uation of these children and prediction of their future devel opnent
are extrenely difficult. One reason for this is that we don't know as
much as we should about the functioning of the brain; some defects get
better wi thout any apparent reason; some synptons don't and it is hard
to know which is which. Interpretation to parents and even teachers
is also very difficult. Parents will grasp very gladly onto sone-
body's statement that a child is brain damaged rather than face the
fact that he is retarded; the fact may be that he is both, and as far
as outcones go, it doesn't nmake nuch difference. Cbservations are
very inmportant, particularly with young children. |In addition to test
observations, the observations of parents and teachers regarding
hyper-activity, trenors, poor coordi nation, bal ance, sleep distur-
bances and such are all very inmportant. 1In the test situation percep-
tual difficulties are of particular interest. Exanples are itenms in
which the child is asked to pick out the one of several objects that
is different than the others. Visual-notor problens are noted: the
average five year old child can draw a square, for instance. Many
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retarded children cannot until a later age. However, a seven year old
child who is retarded and can do everything else at the five year

I evel might not be able to draw a square because he can't nmake the
connecti on between what he sees and the notor task of putting it down
on paper. Coordination problens and directional or laterality problens
are often seen: the little boy who wites his name fromright to left
and backwards instead of the way that nost of us do. Anbidexterity is
often related to brain damage; so too are menory problens and perse-
veration, which is a word that neans being unable to stop doi ng some-
thing. An exanple of that lies in drawings of a little girl, who when
asked to draw a man, drew nen clear across the page until she ran out
of paper before she could stop. These things are aspects of behavi or
that lead to the suspicion of cerebral damage possibly in conbination
with mental retardation. Sonetimes the defect is in devel opnment and
improves with age. Sonetinmes it does not. Wien the child is also
retarded and the C.N. S. defect does not inprove, the educationa
problemis severe

Perhaps | might say a little about educational problems. A later
talk will include nore about educational planning but diagnosis is a
sterile thing unless it is done for a purpose such as to determ ne
whet her the child can go to school and what kind of a programhe shoul d
have or what kind of a job he can do. Therefore it is difficult to
tal k about eval uation without going into the practical application of
the findings. Educational provisions for handi capped chil dren cost
nore per capita than educational programs for other children. Wen
the child is nmultiply handi capped, the cost goes up, of: course, very
greatly. Some of these children need very snall groups, even as smal
a group as three or four. Some of them are even taught in individua
instructional situations. This is a very costly thing and it raises
in the mnds of educators and the diagnosticians some very serious
et hical and practical problens about the use of money - how nuch noney
is enough to spend on a child and how can it best be used? Are the
eval uati ons and predictions made about these children adequate, so
that the expense can be justified? Wen should the effort to teach a
child acadenic |earning be ended? How can the decision be made that a
child has gone as far as he can in |learning? Wat kind of provisions
are needed for multiply handi capped children? Wo is going to teach
then? For instance what kind of a teacher is best able to teach a
retarded deaf child? |If it can be established that the child is
retarded, it is generally agreed that the teacher needs to be trained
in the education of retarded children because this is the primary handi -
cap. Intellectual limtations affect everything else. But should we
establish special classes for every possible kind of disability? If a
speci al class were established for every conbination of nental retarda-
tion and one of the other handicaps, the total would be 21 different
ki nds of special classes. Sone of themwoul d have only three or four
children in them |In addition, there are children who have nore than
two handi caps: blind, deaf, retarded children or blind, deaf, crippled
retarded children; the conbinations ere unlimted and the solution of
a special class for each category seens inpractical. Yet, neither our
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educational facilities nor the literature which either follows or

| eads the services, copes with the problemof educational planning.
One possible solution mght be to establish classes on the basis of
criteria other than diagnostic categories. Age would need to be one
criterion; functioning and behavior, regardl ess of the reason for the
child's functioning, would be another. Thus, there night be many

di fferent diagnostic categories in one group, but ell of themthere
because they function together in a way that a teacher can handle as a
group. W have made sone advances in that type of program when a
child who is not retarded has been placed in classes for retarded
children because he fits there and works well with the group. This
woul d make possible nuch nmore flexibility in whet could be done for
the children. They could be nmoved from one type of class to another
where the group or the programwas nore suitable. It would also |ead
to a nuch nore experinental and adaptive approach on the part of
teachers. Teachers of both norrmal and retarded children are frightened
of handi caps that they do not understand. |If a teacher of a specia
class is asked to take a child who is blind, her imrediate reaction is
one of anxiety. She does, however, know a |ot about children; the

bli ndness is sonething she can |earn about by taking the child into
the class and finding out what he can do, going on fromthere, wth

hel p, of course. It is not practical to train people in such specific
ways that they feel they cannot cope with any other kind of child. |
think that flexibility in all educational prograns is essential.. It

seens possible that a flexible programwoul d actually be cheaper to
run and woul d elimnate sone serious problens.

In sunmary, | would like first to enphasize the inportance of
observation and experinmentation, both in diagnosis and program pl anni ng
Second, the fact that interpretation to parents is conplicated by nul -
tipl e handi caps seens obvious. It is understandable that a parent
would find it very hard to accept a diagnosis of nmental retardation if
cerebral palsy or brain damage can be used to explain the child's
problems. Thirdly, the use of wi de ranges of ability in prediction
rather than too specific ones is wise. Fourth, it is best to nake
short termplans rather than |long range ones for these children. Know
| edge increases, children change and facilities inprove; the imedi ate
situation nust be dealt with, but long range plans are subject to

frequent change. Lastly, | approve of a reality orientation in eval ua-
tion and pl anning. Tests are intended, of course, to bring out the
very best that the child can do - his very top potential. It would be

very fine if society were so advanced that this is what it also could
use or want, but unfortunately it isn't. Society's expectations are
built on the realities of enploynent, facilities and services for

handi capped people. Therefore, the child s actual functioning: what
can he do as society now exists is the reality that needs to be faced
It will matter little to the individual if the psychol ogi st believes
himto be brighter than tests show, if his other defects prevent his
use of the intelligence. |If Howard, for instance, were |ess retarded
than he is, he would still be vocationally unenpl oyabl e because there
is nothing he could do other than entertain hinself with the help of a
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mechani cal device to turn the pages. If Tomy were not deaf, his
retardati on would severely limt the kinds of gainful enployment that
he would be able to find. The diagnostic techniques tap nmaxi mum
potential, but society cannot always make maxi mumuse of it.
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EDUCATI ONAL ASPECTS

Evel yn Deno, Ph. D.

Consul t ant

Speci al Education end Rehabilitation
M nneapol i s Public Schools

There are speakers who have preceded ne, of course, and | don't
know how much | may duplicate things already said. Perhaps the best
way for me to proceed is to talk as though | were soneone pl anni ng
school programs for nentally retarded children, since that is what |
am and reflect the kinds of things which school adm nistrators con-
sider when they plan school services for retarded children. W can
try to indicate how these considerations relate to the roles that
ot her people or agencies may be fulfilling in their work with the
retarded. W are nost appreciative if people working with the schools
under st and what the schools are ainming to do.

I must preface all comrent by noting that all school systens do
not organi ze and operate in the sane way. However, there are certain
educational prem ses and certain principles regarding the rehabilita-
tion of nmentally retarded children which have sufficient acceptance to
lead different agencies to gear their practices and program pl anni ng
to insure the continuum of alternatives needed to accommodate to vari ous
degrees of disability and conplication of handi cap.

We now have federal |egislation which is feeding noney into ser-
vice channels. Qualification for these funds requires state planning
under the aegis of state Mental Retardation Planning Councils. These
councils are feeding into the stream of thinking a nore common poi nt
of view. Because this planning involves design of services for the

state as a whole, there nust be sone agreenment on the rational e behind
recommendati ons.

Starting fromthis point, then, what kind of rationale do we use
in our planning within the school systenf

| would like to bring out several points in passing. One is that
we define handicap functionally, not by test score alone. This, |
think, is a significant change over a period of time. Prograns for
the mentally retarded started in the city of Mnneapolis back in 1912
Classes for the mentally retarded did not devel op under any coherent
rati onal e of what special education was all about, what nental retarda-
tion was all about, and what the objectives of special classes were,
and so on. Follow ng passage of the 1957 special education |aw under
whi ch we presently operate, a departnent of special education was
established at the state level. W then began to develop a nore con-
sistent interpretation of the |egislation which enables the specia
education and vocational rehabilitation prograns.
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In M nnesota, the prograns of special education and rehabilitation
are headed by the same conm ssioner. This may sound like an insignifi-
cant element, but if you are working in an adninistrative position it
becomes an extrenely significant factor in inplenenting concepts. The
State Department of Education begins by setting up regulations, certi-
fication requirenents, and so forth which are supposed to further the
intent of the |aw

Rational e makes its first entry at the level of |egislation where
we have worked right into the lawitself the concept that handicap is
a relative condition, a functional disability, operationally defined
relative to a frame of reference. The extent to which a condition is
a handi cap changes fromtime to tine with changes in nedical know edge,
with changes in social conditions, with the kinds of services that
develop and with the way the regular educational programis operated.

The latter contingency is particularly significant to school -age
chil dren.

Peopl e considered the blind ineducable until Louis Braille invented
the braille system The technique changed the status of the blind to
one of being educable. The technol ogy avail abl e, then, influences the
definition of handicap

There is another concept which feeds into nmodern special education
pl anning to a greater extent than previously. That is that special
educati on and special classes are not synonynous. W are now trying
to design special educational services so that programs can be custom
tailored to fit individual needs as carefully diagnosed by qualified
people trained for this kind of work. So, we think not just in terns
of special classes but in terms of a broad range of service alterna-
tives which are needed to inprove the adjustment of the individual

In all educational planning for the handi capped we speak of
education for life adjustrment w thout enbarrassnment. Life adjustnent
may be "fighting" words to the proponent of traditional definitions of
education, but it is the heart of special education. W feel that
what we should be pronoting in special education and rehabilitation is
i ndependent functioning. The handicapped are trying to adjust to
soci al systens which presune "normal," independently functioning
people in a free society who, for the nobst part, use the schools and
what ever social training they receive in the hone to achieve a |eve
of performance which will pernmit themto conpete in the society in
which they find themselves. In our society, we nust take into account
that we have a society and an econony that is based on work as the
nmeans of distributing wealth. This is a very inportant factor as far
as the nmentally retarded are concerned. |f our society were not based
on the work ethos, much of our work with the retarded would be different.

At the other end of this dependence-independence di mensi on we have
the peopl e who are extrenely dependent, those who have so little capa-
city for self-sufficiency that custodial care is required. For these



23

peopl e we have health and welfare services, we have institutions, we
have hospitals, and we have various kinds of comunity facilities to
provide them care and protection. Special education and vocational
rehabilitation represent a zone of defense which is directed 60 hel p-
ing people to becone as independent as possible.

School services, then, are planned with a number of bench marks
inmnd: one is that the niche the person is to fit into is as inpor-
tant as the disability itself and that the "niche" changes. This is
why the introduction of automation is so inportant to education of the
retarded. It cuts out many low skill jobs which these people m ght
have been able to fill. For school-age children, the frame of
ref erence agai nst which they are judged is the curriculumand rules of
the school . In the school setting the retarded tend to be those who
can't neet achievenent standards in acadenic areas. W can too
readily assune that this neans they can't neet achi evenent standards
in other realns of life adjustnment, such as the world of work.

Anot her point of extrene inportance in educational planning is
that anong public serving agencies, the school systemis the nost non-
sel ective agency. Public schools are supposed to nmake education
available for all children. W have no choice when people show up at
the door. W are supposed to serve them |If we don't serve themwe
must explain why not. W nust have very firmprocedures for docunent-
ing that a youngster cannot be served. W nust be able to justify
exclusion or denial of service, even to the point of being taken to
court, because the school has a mandatory, |egal obligation to the
client which few other agencies (except correctional institutions)
have. This puts educational people in a peculiar position relative to
the peopl e they serve.

The client may not want to come to school and we may not want him
but we are stuck with each other. This brings in nany problem el ements
when it comes to such issues as counseling with parents, trying to
i nfluence child behavior through relationship techniques, and so forth
We cannot say, "W have a service here and you can use this service if
you abide by certain conditions," because we are not really in a posi-
tion to set conditions. W sonetinmes act as though we were and "get
anay wWith it" because we have purposes in mnd, but if soneone really
wanted to challenge us on it, it mght be rather difficult for us to
defend our position.

Because we are non-selective in the population that we serve, we
capture in our retarded groups a broader representation of what is
represented in the condition of mental retardati on than woul d be found
in any other agency which is operating on a public or private basis.

A research and denonstration project that you have probably heard about
(Project 681) did a scatter-plot to test certain relations. On a map
of M nneapolis we have drawn boundaries along census tract |ines which
define the area of town in which the delinquency rate is over 63/1000.
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This area of high delinquency is the sane area of the city in which
famly incomes are |ower, unenploynent rates are higher, famlies nove
nore frequently, and so forth. W find that 65% of the M nneapolis
special class students live in this disadvantaged area of town where
27%of the juvenile school age population lives. Obviously, we are
drawi ng our "nentally retarded" disproportionately fromcertain areas
of the city. The typical nenbership of parent organization concerned
with nmental retardation ere not representative of the social-econonic
| evel of the mmjor portion of our special class students. W keep
stressing that mental retardation can strike any fanily at any |eve
and, of course, it can, but apparently famlies fit certain socio-
ecayonomc | evels are "struck" nore frequently.

We can be grateful for the level of conpetency represented in our
parent groups. They have becone a trenendous social force in devel op-
i ng understandi ng of the problem and hel ping us to achieve inprovenents
in services. But, if we are talking about parent education and are
content if we reach the organi zed parents we, in our situation, would
be m ssing nost of the parents. W can test the rel ationship another
way - by looking at the occupations of the fathers of our specia
class students. This slide clearly shows the predom nance of occupa-
tions at the |ower social-econonmic |level as conpared to the occupa-
tional distribution of Mnneapolis nmales. In Mnneapolis, 23%of
mal es are in professional and nmanagerial positions. Anmong fathers of
the retarded we see a dramatic reversal. These are things which nust
be adapted to in educational programmng for these students.

If we conpare the performance of these special class students on
"verbal" intelligence tests and whet we |abel as "performance" measures,
we find that many woul d be retarded by one neasure and not by the other,
if test score were the defining criteria. This slide shows the striking
difference in the range of 1Q scores on verbal and performance neasures
on the sane sanple of special class students.

We nust then, look at a special class population such as ours and
recogni ze that what we have is a group that started out in regular
class, for the nost part, and failed to keep in the stream W don't
have in our special classes all of the youngsters who would qualify as
being mentally retarded on the basis of abstract criteria which mnight
be set up, such as 50 to 80 I1Q W have only those that the regular
educators said they couldn't educate in regular class. There are nany
"test score" retarded in the regular classes who can get along there,
who adjust well there and who are acceptable there.

The nost di stinguishingfactor is reading achi evenent. Those who
wind up in special class are those who don't learn to read very well.
Qur special class students average fourth grade reading level by the
end of their school careers. Sone do much better, but sone are still
at a primer level. Since their average 1Qis around 75, we would
expect better achievenent.
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It is generally conceded that it is difficult, if not inpossible,
to di aghose, case find, or define the Majority of the educable retarded
at the preschool level. W sinply don't have the neans to do this nor
are all those who will later fall in the educable group test in the
educabl e range at preschool ages. This is because of the nature of
the devel opnent of intelligence. It takes sonme years for sonme of them

to beconme that retarded when certain forces are operating. So in the
school situation the average 1Q in special classes increases as we
nove up the grade levels. You will note that the average 1Q at the
elenentary level is 69.5, 71.7 at the junior high level end at the

hi gh school level 75.9. By sonme definitions of mental retardation al
those above 75 IQwould not be classified as nentally retarded. W
woul d expect better reading achi evenent than we find froma group at
that 1Qlevel. All of these factors must be taken into account in
school program pl anning, in social planning, and in prediction of
vocational training needs and the work adjustment of the retarded.

Qur planning needs to take into account differences in verbal end
performance ability. Wwen we look at the relative ability of our
speci al class students on such neasures we conclude that performance
ability doesn't give you nmuch help in the kind of curriculumthat the
M nneapol i s school system provides. Apparently reading and verba
skills are much nmore inportant to school success. The student may
have tal ents whi ch woul d have val ue in another circunstance but they
aren't very useful inthis one. So the student gets to be defined as
retarded. But perhaps these talents nay be val uabl e and useful in the
work situation. Possibly it is because different sets of abilities
are used in the school and work situations that followup studies find
quite a nunmber of the pupils defined as retarded in the school situa-
tion fade into the cromd once they get to be adults. Once out in the
world labels are less often applied and no one thinks of them as
retarded anynmore. They are using in their adjustnent abilities which
were given no value in the school situation. W keep generating what

opti msmwe have fromthe material undervalued in the typical schoo
setting.

In our program we try to be alert to all the forces contributing
to retarded performance and help the retardate alleviate them not just
t hrough our own resources but through cooperation with other agencies.
The needs of many of these students go beyond what the schools are able
to do. Hopefully, by trying to establish close and understandi ng work-
ing relations and cooperative programs with other agencies we may be
able to conpensate for sone of the limtations of their experience.

For exanple, Gordon Krantz entered the cunul ative records to
determi ne how many of the youngsters cane from famlies which were
broken throughout the child s school career. W find here that specia
class students cone frombroken fanilies nore frequently than do regu-
lar class graduates and, | think rather interestingly, even nore fre-
quently than do high school dropouts fromregular classes. Anong
M nneapolis regular class students 85X grew up in fanmilies norma
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t hroughout the student's school career. By contrast, in M nneapolis

special classes only a little over 60% cane from honmes normal through-
out the child's school career

Under a functional definition of mental retardation, that is that
of not being able to fit in the establishnent, and neeting certain
criteria of psychol ogical evaluation, we have identified a group of
youngsters whomwe proceed to call nmentally retarded. W are aware
that under these defining standards we have collected a nost unhono-
genous group. Each menber will need a different kind of managenent.
The problemis conplicated by the fact that youngsters find their way
into the special classes at different ages. The better ability young-
sters may get along relatively well for the first three grades, but
after that things are likely to get rougher. \Wen a student hasn't
learned to read, it becomes very hard to successfully negotiate the
hurdle fromthird grade to the fourth grade.

W have tried to break the problem down into sub-classifications
to clarify what has been captured in the broad category of retardation
We have done intensive studies on one age level group using a variety
of measures, observations, nedical exam nations, social histories, et
cetera. W conclude that about 251 of the special class group seemto
show unconplicated mental deficit, about 18X nental deficit with com
plications, another 9%are probably dull-nornmal rather than retarded
anot her group seem enotionally disturbed and/or socially nal adj ust ed,
19% sub-cul tural ly di sadvantaged, 11%were sub-culturally di sadvant aged
pl us disturbed, 4% organic brain dysfunction, 10%sone kind of handicap
or block, 4%were unclassifiable. Obviously, a w de range of disabling
conditions are represented. Educational and social service must be
adjusted to this diversity of need.

A recent bulletin of the Vocational Rehabilitation Administration
reflects the thinking of participants at a conference in Wsconsin in
Novenber of 1964. Professional people deliberated for days trying to
wite a definition of mental retardation which would fit the realities.
Sone statenments suggest all too categorically that nost nental retarda-
tion is the direct result of cultural disadvantage. While we recognize
the influence of environmental conditions during critical growth

peri ods, sone statements seemto inply that environnent is the singular
causative factor.

Undoubtedly a conplex of factors is at work. One-third of the
nothers in cities of over 100,000 popul ation are nedically indigent
and receive little, if any, prenatal care. The rate of premature
infants is higher in this group. Infant nortality is high anong
premat ures, and handi cappi ng conditions occur 50%nore frequently
among premature children. This conplex of disadvantaging factors nust
then be expected in a public school special class popul ation, making
it essential that we place youngsters in the setting on the basis of
where they will get the service they need rather than on nore arbitrary
criteria such as age or 1Q
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The complexity of the condition of retardation becomes a crucial
point in the establishnment of social policy and setting the course of
social action. For exanple, in designing the |egislation enabling day
activity centers it becones inportant to naintain enough flexibility
so we do not exclude fromthe day activity center a youngster with an
IQof 58 or 60 who is of school age, if that center is judged to be the
place for himto be. It is essential to define facilities and the
I egal structure under which prograns operate so that the spectrum of
services is conplete, with sufficient overlap anobng the services offered
under various agencies so that people can be noving in and out as
needed. It is necessary to keep evaluating constantly to insure that
peopl e are receiving the right service

We have a relatively large program | suppose, although certainly
not as large as the larger cities. W usually serve about 1400 pupils
a year in our special classes for the educable retarded. Qur Board of
Education voted to assune responsibility for the trainable retarded
just last June, so we are only now beginning to enter full progranm ng
at that level of disability. For a nunber of years we provided only
trai nabl e classes here at The Sheltering Arms, which were experinenta
in nature. Their purpose was to test whether or not education seened
to have a role in serving this level of disability.

In the distinction between trainable and educable, as in other
di stinctions, we do not go by 1Qalone. The inportant determ nant is
function. This position presents trenendous public education problens
and a considerabl e parent education problem | regularly receive calls
from parents who insist that because their child has an I Q of 52 we
nust place himin an educabl e cl ass because the |aw says so. W nust
then explore with themthe real neaning of sone of these concepts.

We believe parent counseling to be a nobst inportant aspect of
progranmi ng and that agencies nust work together in comon directions
to communi cate consistently to parents and the public at critica
decision points. Wat parents expect of a particular child and what
parents will accept and support so that the youngster feels confortable
inthe situation will depend to a considerable extent on howrealisti-
cally they perceive the issues. W feel that it is inportant to work
with these parents all through the pupil's school career. W see
preparation for work as a devel opnental process which starts on the
first day that we have assuned responsibility for the child or when he

entered school. W keep trying to shape himin the direction of becom
ing econonically independent and self-sufficient to the greatest extent
possible. |If the day conmes when two percent of the population can

supply all the goods and services the popul ati on needs and we have a
way of distributing income without work and everyone is on a "right to
live" grant, we will have to change our programto neet this new con-
cept of living. Until this time conmes, we say that since work has the
val ue and neaning that it does in our particular culture, work for pay
is inportant to the retarded individual because it reflects back on his
feelings of self-worth.
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There is sone difference in the way that vocational rehabilita-
tion has traditionally approached the problems of service. Public
school s nust serve an educabl e individual whether he is expected to
contribute anything to society or ;not. W are educating many crippled
children that we know wi |l probably never be able to work. We are a
service institution, so we serve. W do not have built into our con-
siderations the same concept of "feasibility" for service that
Di vision of Vocational Rehabilitation does. Special education does
not rest its case on whether the individual is likely to pay back in
taxes what we have invested in him

V& have nmany ideas about what we would like to inplenent, and
accept the principle that we are a service agency, that we do have
responsibility and we do want to carry out our responsibility, but we
are up against the persistent reality of insufficient funds, not
enough staff and inadequate facilities. Consequently we too create
our own kind of program"fall out." This is probably unavoi dable and
sone cases should fall out of public school special education prograns.
Some are better served in a residential setting away from the perfor-
mance- depressing forces generated by pathological conditions in the
home. There has to be constant effort to inprove the articulation of
programs under different agency administrations.

Special classes for the educable retarded are usually located in
regul ar school buildings along with classes for normal children. W
like to have two or three special classes in one building. W think
this provides for a better organization, and it's administratively
advant ageous, too. The special teachers can then do things together
and feel less isolated. W have to fit the pattern of the 6-3-3
organi zation of the school systemitself. .

Cl asses operate as self-contained classes at the elementary |evel.
That is, the classes are taught by an individual teacher and the child-
ren stay with this one teacher all day. They may go out for gym or
some other activities with some of the other students, but such inte-
gration is not extensive. At the junior high school level, students
stay with the special class teacher for about two or three periods,
during which time they concentrate on the more academ c work such as
social studies, English, and so forth. They are scheduled to regular
classes for such subjects as physical education, industrial arts,
home econom cs and courses of this character. This pattern of pro-
gramm ng continues through the senior high school |evel

This is the "traditional" pattern. As a result of the curriculum
studies and data on outcomes comng from Project 681, we are now
exam ning the adequacy of this organization and the appropriateness of
the curriculumcontent itself. We discovered, for instance, that
though a three-year period of high school Ievel progranm ng was, theo-
retically, available to all special class students, only about one-
third of themconpleted that many years of school. This suggests that
the expectancies set up by the systemwere too nuch for them to cope
with so many of them either dropped out or were "squeezed" out.
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So now we are considering to what extent sone of these opportu-
nities should be nodified and how they rosy be nore suitably adapted to
the needs of some of these retarded youngsters. He found certain junior
hi gh school students could not take the conplexity of demand which
exists in a typical junior high school. For gome, going fromroomto
room period after period, know ng where their |ockers are and renem
bering the conbination to their |ockers, getting there on tine, and so
on, is too great a denmand. W have, therefore, started in the direc-
tion of having a two-track programat the secondary |level, with one
track conducted essentially on a self-contained system |t has been
interesting to see that in the three years since we have instituted
this practice that the fall-out fromthat system has been nuch | ower
than the rate of fall-out fromthe traditional organization with its
sequential period progranm ng.

Judgi ng by the vocational goals of the project, we becone nore
and nore convinced that the hypotheses on which the project was based
were tenable. Wien we anal yze why students |ost jobs, we seldomfind
that they |ost jobs because they were not able to do the job. This
finding is, of course, conditioned by the fact that we had pl aced
themon jobs within their ability range to begin with. They |ost jobs
for such reasons as not showing up for work, not attending to direc-
tions, and so forth. Attitudinal and responsibility factors, or
rather, the lack of them were critical. Consequently, we think we
need to place nore enphasis on social adjustnent, on being able to
carry tasks through to conpletion and persisting in performance. This
orientation subordi nates sone of the academ c teachings which many
people in education regard as transcendently inportant.

VWhen we read studies such as those which try to judge the useful -
ness of special classes by conparing the readi ng achi evenents of
students in special classes with retarded educated in regular classes,
we find it hard to be inpressed. Only limted conclusions can be
drawn fromthe finding that the retarded educated in regular classes
achieve at a higher reading level than the retarded educated in the
special classes. W know that unless cases were randomy schedul ed,
those who had the nobst trouble learning to read woul d be the ones nobst
likely to be placed in special class. Many of them have a specific
learning disability along with their general retardation. Also, there
are several other bits of evidence which indicate that the socia
adjustnent of the retarded educated in special class may be better
than that of the retarded remaining in regular classes. There is
evi dence from socionetric studies that retarded youngsters in regular
classes tend to be socially rejected by their nornmal peers. It is
difficult to measure the effect of such rejection, but these are al
reasonabl e issues to consider.

When we ook at the children in the special classes we nmay get
the inpression that many of them do not seemto be terribly retarded,
and that nay well be right. W begin to wonder, then, how good a job
we are doi ng, how these youngsters are doing in the world, and in what
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was we may need to nodify the curriculumto take advantage of their
better abilities, So we conceived the idea of applying for a grant
fromthe office of Vocational Rehabilitation to help us do a nunber of

related things sinultaneously. First of all, we wanted to do a follow
up study of sone of our forner special class students to see how they
were getting along. |If they were the relatively bright retarded popu-

lation, as they appeared to be, howwell were they coming out in
econon ¢ self-sufficiency and social adjustnent. W wanted to see
whet her we could inprove their enployability through various neans of
training; we wanted to know what di nensions of behavior we woul d have
to try to work with and in what directions to nodify the special edu-
cation and vocational rehabilitation effort. W were also concerned
with how we m ght procure nore adequate vocational rehabilitation
services for our students.

We have had a Branch Ofice of Rehabilitation as part of our
organi zation since the 1930's. That is why ny title is Consultant in
Speci al Education and Rehabilitation, Wthin this Branch Office, one
of the counselors was supplied by the school system (with sone finan-
cial assistance fromthe Division of Vocational Rehabilitation) and
two of these counselors were enployed by the Division of Vocationa
Rehabilitation. W had, then, three counselors working with the
M nneapol i s school population. It wasn't very hard to see that there
was quite a bit of job turnover in the two vocational rehabilitation
counsel ors supplied by the Vocational Rehabilitation agency. Further-
nore, parents were often calling to conplain that their retarded youth
were not receiving the service hoped for. Upon investigation it
frequently turned out that there had been enployee turnover and the
new counsel or was having to becone famliar with the case |oad and
pick up the threads. It was apparent that there was much greater
stability in the counselor enployed by the school system Looking at
these factors, it seemed as though either the whol e organizati on was
wong or what we needed was not one counsel or enployed by the M nnea-
polis Schools but three. This would be a pretty hard proposition to
sell a school system however, because they would feel that they were
bei ng asked to supply a service which was the responsibility of another
agency. The schools have nore than they can do to carry on their own
educational responsibilities without assunming the responsibilities of
ot her agenci es.

There is another critical point involved, that is that it is
obvi ous, when you are dealing with a conpl ex problem such as nenta
retardation which has existed frombirth and affects all | earning,
that preparation for work is a devel opnental process. Preparing such
a youngster for work may take some time. He doesn't catch on very
fast, and all of the inappropriate attitudes |learned over a |ong
period of years are not likely to yield readily to verbal counseling
that covers no nmore than a few hours over a relatively short period of
tine. It seened reasonable that there would need to be other ways of
proceeding with this problemthan the traditional practices of voca-
tional rehabilitation, which have been geared largely to restoration
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of the physically handicapped. |If we look at the statics on clients
served by Vocational Rehabilitation agency, the physically handi capped
constitute the largest proportion though the nentally retarded and
mentally ill constitute a far larger proportion of the handi capped
popul ation in general. It is one thing to supply a prosthesis for the
armthat was lost by a previously intact organism give a little coun-
seling and a short period of vocational training to help him adjust to
this newly acquired, circunscribed disability which he has and another
to "rehabilitate” a retardate who has never functioned adequately.

Though we were uni que in having vocational rehabilitation service
made avail able to school -age clients through the contractual arrange-
ment, when we exam ned the records we found that a surprisingly |ow
proportion of all special class students ever received service through
the Division of Vocational Rehabilitation. Even though the counselors
went right into the schools and told the youngsters what m ght be
avail abl e through this agency resource, adolescents are timd - they

don't like to believe they have a handicap. It is easy for themto
believe there is no problem because they are still protected by parents
and teachers. It is hard for themto realize how nuch trouble they

may have once they get out on the job. W reasoned that there nmust be
some snoother way of pronoting their use of this vocational rehabilita-
tion source and sone way of making it nmore a part of their |ives, just
as teachers and school counselors and so on are an integral part of
their lives. W attenpted to nake this program an organic part of our
program of special education so that at the point that they seenmed to
have gone as far as they could through the program of special educa-
tion at the high school |evel they might receive preparation for work.

For this purpose, we build into one of the conprehensive high
school s | aboratories in which we could evaluate the work potential of
the youngsters, not by the paper and pencil tests usually used in
school s but by exploiting the work sanples eval uation technol ogy which
had been devel oped in rehabilitation centers. W were nost fortunate
inventuring into this area in having synpathetic support from the
rehabilitati on agencies in the comunity. Before we wote up the pro-
posal we had opportunity to test the possibilities through a pil ot
study made possible by Qpportunity Workshop. That agency provided us
with the opportunity to enroll students at that facility on a half-day
basis for evaluation and training while they continued in their schoo
programthe other half day. W tried out this nmethod and we tried
using work coordinators in the manner of the school work program for
"normal " students. Legal opinions regarding the matching of federa
vocational rehabilitation funds with state special education financing
have made it possible to expand staffing of vocational rehabilitation
services to handi capped pupils in termnal phases of their schoo
programs. This source of staff financing coupled with staffing pro-
vided by the school system constitutes the present School -Rehabilitation
Program which is the extension of Research and Denonstration Project
681. The program of service is no longer limted to the retarded as it
was under the denonstration grant.
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VWhat we need at the present tine is a nmore suitable facility; our
physi cal space is not nearly big enough to acconmodate the need and
what it might be possible for us to do under this program The program
provides a flexible means of designing different kinds of approaches
to evaluation and training to neet the different needs of different
handi capped peopl e.

We have begun to modify our curriculumin some ways as a result
of the project to introduce nore vocation-related | earnings. W now
have one later elenentary level class which is learning to plan, shop.
for and cook its own lunches. Each day the youngsters plan and prepare
their own neals. They go through the grocery ads in the paper, decide
the menus for the week, what purchases they need to nmake and del egate
soneone to go and buy the supplies. This requires figuring out the
amount of noney needed to buy the groceries, the anount of change to
be brought back, etc. Student teans prepare the noon |unches end
serve them

W feel that it is inportant that the work training center communi -
cate to the youngster: "You are a worker now, it's time to put away
childish things and behave as a responsible enployee.” The work train-
i ng at mosphere nust be one which is expectant.

There is tinme for questions.

Dr. Blodgett: | would like to have you say a little bit about
some of the practical problens of running a special class program at
the elementary class level. Wat do you do about transportation?

Dr. Deno: The state special education |aw provides for coverage
of part of the transportation cost for these youngsters. W have
special classes scattered in buildings all over the city in regular
school buildings. |If there is no class in the school district of the
child s residence, we transport himto the nearest class. W use
taxis. There are strong di sadvantages and no saving in cost to using
bi g school buses in a district such as ours. Buses hold 35-40

children. If we were to use buses for transportation, these children
woul d be on the road for hours. Because the children are scattered,
the bus woul d have to travel over a wide area to fill its | oad. e

use cab service for all of the younger children needing transportation.
W contract with the cab conpanies. Cabs happen to be good unit size.
A cab can carry eight children if the drop seats are used, and this
usually is a very convenient size load. It may look very |uxurious to
take children to special classes by cab, but you can be sure that the
school system had anal yzed these costs over and over again and found
it more economical or it wouldn't be using this nmethod. The reason it
is nost economical is that if you have a bus and you enploy a driver,
you have to do sonething with the driver in the interimperiod during
the day. Even if there is a regular job for himto perform he |oses
time going fromwhere he dropped the last child to where he is going
to work. Only younger elenmentary children are cabbed. Wen children
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get to be ten or eleven years of age, we expect themto take public
transportation. This policy is followed not only because it is nore
econom cal, but because we think it is inportant that the retarded
learn to be nobile, to know howto get around their city. W see this
as an inportant |earning experience that frees the student end in-
creases his self-sufficiency.

Question: How does Vocational H gh School training program
differ from Project 6817

Dr. Deno: Evaluation of the Vocational H gh School program was
one of the objectives of Project 681. The programwas instituted in
1946. At the Vocational Hi gh School, special class students are with
special class teachers for half of the day in the regular trade train-
ing courses for the other half of the day. They are usually enrolled
in such trades as uphol stery, shoe repair, food service, welding,
power machi ne, and other |ess demanding trades. Wat has happened to
programs at Vocational H gh School is a good indication of how nuch
nore demanding all skilled jobs are becoming. It is rapidly noving in
the direction of becom ng a post-high school technical institute
This nmeans retarded students fit into the trade classes less and |ess
wel | . The Vocational Hi gh School program gives mninmumhelp wth
soci al adjustnent factors. There are always 400-500 nornal students
turned down at Vocational Hi gh School each year. Under such condi -
tions, selection criteria can include behavior stability, responsibi-
lity, dependability, and so forth

W have found that the kinds of jobs the retarded can perform
don't really require a three-year trade training course to teach them
W can give that level of training in a shorter period of tine and
i ncl ude personal -social adjustnent training as a part of the training
package. \When reasons for losing jobs are analyzed, it is apparent
that social adjustnment skills are nore inportant than specific skil
training

Question: Wat about the ages of the people at 681?

Dr. Deno: W try to design our basic special education program
in the conprehensive high schools so it will be profitable for the
student until the age of eighteen or so. A sixteen-year-old retardate
isn't any nore enployable than a sixteen-year-old nornmal student.
Theoretically, a pupil could be referred to the Center at the age of
si xteen, but we don't encourage this. W take themonly if they appear
to be heading for drop-out. The age range is sixteen to twenty-one.

We take youngsters who have conpleted a high school program al so.
They may even have gotten a regul ar diploma or a special education
di ploma. They can still come into the project for training

Question: How long are they there?

Dr. Deno: As long as they seemto need to be up to a maxi mum of
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two years. W are able to keep very few that |ong because we don't
have enough staff and space to do go.

Question: Wat's the average length of tinme for a student?

Dr. Deno: At 6817?

Answer: M. Krantz: The minimumis three weeks. It takes us at
least three weeks to find out what we have on our hands. |If they need
service, sone will be there for several nonths while they are naking
the transition. A student may be on a part-time job placenment and
part-tinme in the project for several nonths before he goes on ful
enpl oynent .

Dr. Deno: The student would be carried on the rolls of the pro-
ject while on full-tine enployment and supervised by the project place-
nent specialists.

Question: Are they always enployed, though?

Answer: No, we can't bring everyone to a conpetitive enpl oynment
I evel .

Question: How about some people that go through your program and
go out and do another job - if they lose it, do they ever cone beck?

Dr. Deno: They are supposed to, and many have.
Question: They are supposed to? Then what do you do?

Dr. Deno: W try to figure out why they lost the job. Retrain
them and hel p them get another job.

Question: GOccasionally, fromjob failures you |earn sonething
el se about what this person needs to |earn?

Dr. Deno: This is why we think it's inportant to build up a
famliar reference point for the pupil to turn to. |It's much easier
for these people to report back to Joe, to Ken, to Dick, etc. whom
they knew before than it is to brave the form dable threat of an
unknown agency.

Question: How much contact is there with the hone to get them
cooperating with the school progran?

Dr. Deno: The M nneapolis Schools enploy school social workers.
W call themvisiting teachers or special service teachers. They are
supposed to do fam |y counseling and provide l|iason with other agencies.
They are so vastly overworked that they are not able to neet the need.
Wien a student transfers to the School Rehabilitation Program (formerly
Project 681) there is one person there who works with the parents and
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goes into the home. He doesn't depend upon the parents comng to him
He familiarizes the parent with what the programis about, indicating
the advantages there would be to the program This seens to be very,
very hel pful . It works wel | .

Questi on: In the elenentary classes, do you have a linmtation as
to the number of youngsters?

Dr. Deno: W serve fifteen, but againthis is an issue of realis-
tic functioning. W nust have a limt or people would just keep urging
us to put in nore and nore children. W have many classes that run
with less than fifteen because the conbination of problens is such that
if any nmore children were put in the class, we wouldn't have any
teacher to teach them She couldn't survive.
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EDUCATI ONAL ASPECTS OF MENTAL RETARDATI ON

Ms. Grace Warfield

Psychol ogi st, Child Study Departnent
M nneapol is Public Schools

First of all, | would like to throw away the word "curricul unt
because it is kind of tainted with pedagogy. I'd like to call it
sonething el se, but I'mnot quite sure what. There could be "prograns"
or "plans" or "daily living" or a whole lot of other words. "Curricu-

lumf connotes a planned program of |earnings that children are
expected to absorb during their time in school and this is not the way
we approach our classes in the special education of the nentally
handi capped. You will find hundred®© of curriculum guides that are
witten for states, for major cities; Mnneapolis has sone parts of
one witten. You can always get a good one from another state, if
you should like to look at one. | brought along this snell nineo-
graphed brochure which we wote last summer. Every teacher of

el enentary classes for nentally retarded has a copy, but | doubt she
has | ooked at it because it is pretty fundanental or pretty el emen-
tary, ny dear Watson. In the back of the book there is a large
folded-up chart and if you have a little tine, you mght like to | ook
at some parts of that. This chart couldn't fit on to a page, so we

just spliced the pages together. It is a programguide for a child
from ki ndergarten through high school in a class for nentally handi -
capped, regardless of his level of ability. It is divided into four
areas: Preacadem c, academic, prevocational and vocational. That's

just another category of headings, which seemto us nore appropriate
for curriculum guides than grade or age levels. A child may remain in
the preacadenmic category all the way along, especially if he is in
classes for trainable children - yet he nay get sone prevocational
training when he is older. The program ng depends upon chronol ogi ca
age and the child's level of ability.

The vertical headings on this chert show the stress of enphasis:
the first area is called basic tool |earnings - |anguage, art, speech
arithnetic, science, and so on. This would enconpass nost of the
subject matter in regular classes through high school, but it's a
smal | part of the program for the retarded. They need to |earn other
things in order to survive. The second area is econom c conpetence -
work orientation skills beginning with formation of attitudes and
habits in early years. Next, we have conpetence for group living.
Personal conpetence is needed in such things as health, habits, groom
ing, famly living, noney managenent problens |later on, including
personal adjustnment to his own handicap. The next area is physica
devel opnent, paying attention to health and safety habits. And the
last area is avocational, self-directional or self-expression - that
is, if you are retarded what can you do in your leisure tine? Do you
sit and twirl your thunbs or do you go out and play ball, or do sone
useful handicraft for fun? Wat do you do with all of the time you
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have besi des when soneone else tells you what to do? | think this

| ast area is one of the nobst inportant; 1 would put acadenmic area
skills down at the bottom That's all | amgoing to say about this
witten material. | just thought you ought to know what we do in

M nneapolis and this little panphlet was witten nmostly for begi nning
teachers who are going out the first day and say, "Wuat on earth do we
do the first day in a classroon?" There's a little section for the
"first day - primary level;" "second day - primary level;" "first day

i n upper elenentary" and so on. Included are some protests which will
help a teacher to judge where a child m ght be placed in the program
of learnings. |If the child can't tell the difference between a circle
and a square, the teacher knows she must start at a |level before the
circle and the square. |If he can read and knows that a noun is a nane,
she had better start somewhere higher up. Rather than spending the
tinme finding out, by talking to the child, or trying himout and having
himfail, this kind of pretest in several areas may be a useful time-
saver.

Language devel opnment receives good deal of stress. W feel that
oral |anguage, if developed fully, would be nearly all the "l anguage
arts" that a retarded child needs; a great deal of tine is spent hel p-
ing the child devel op spoken | anguage. | have a theory about why
retarded children have so many problens in speech and why, even though
they are able to speak clearly and articul ate properly, they just
don*t do so. | suspect that when they began to tal k, which was |ate,
and their parents had begun to worry about them that any sound at al
that was recogni zable as a synbol was rewarded so nuch by the parents
that it became fixed as the child s |anguage. There nay have been
little effort to correct his speech. The parents were so glad that he
was talking at last, that it didn't matter that he wasn't saying
things correctly. And by the time the child reaches school and we
have speech clinicians, it's pretty nmuch too |ate.

In spite of all of these curriculumguides, this is the thing
hear nost often: "You know, that's a good one; it's got very good
ideas in it." The teacher takes froma curricul um guide ideas,
suggestions, and sources of material, but she has to develop it within
the class on her own initiative. No guide can be witten for any |eve
that tells a teacher what to do, when to do it, for howlong. It has
to be varied according to her individual group. (Quides for classes,
as for science in high school, for instance, can specify a regular
course to be taught and if the children get it, it's fine. And if
they don't get it, it's sort of too bad, but the teacher doesn't have
to worry particularly.

As we conpare the programs for normal and retarded children up
t hrough hi gh school, a w der divergence appears between the norma
cl assroom and the special classroom The young child, retarded or
not, needs quite simlar forns of experience; he needs activities for
physi cal devel opnent and opportunity for oral communication. Later on
in high school the programmust be vastly different.
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Teachers who are trained in regular classroomwork often go into
speci al cl asses because they feel they understand children, and woul d
like to work with retarded children; sonetines they can make a good
adjustrent, but often they assume that their classroomwi th retarded
children should ook quite a bit like the regular classroom They are
nost confortable if the children are seated at their desks working
when a visitor comes in or the principal passes by, because an orderly
hard-worki ng classroomis the conventional thing. It would not nmatter
to the outsider, looking in on this classroom whether the child was
doing the very same thingfit the end of the year that he did on
Septenber 1st. It's possible, if he were a conforming child, to keep
hi m doi ng the same thing over and over again for a pretty long tine.
But unless there is change and forward progress in what's being done,
this is not a successful program

Let us take a closer look at the prograns at different age |evels.
In the primary age group, let's say ages four to about nine, the
enphasis is in the daily life, the daily classroomlife of the child;
first, on physical devel opnent, large nuscle, and fine notor skills;
second, on |anguage devel opnent - all communication with others in the
classroomand with the teacher. Conmmunication is not necessarily
speech, although for some, this is the beginning of speech inprovenent
whi ch should be carried on continuously by the classroomteacher. W
are working towards this plan in M nneapolis, but we still think that
some retarded children could benefit fromnore intensive speech thera-
py. The third characteristic of the prinmary class for the retarded is
that he has ruch opportunity to explore the environnment, first within
the classroom within the school, w thin the nei ghborhood; barriers of
fear dissipate because A child learns to know what to expect of his
own environnent. |If he is kept at his seat all day, he won't know
what the |edge of the wi ndow feels like, and he needs to know. He
needs to know the texture, the tenperature, the purpose of many many
parts of the world around him He needs experience with objects,
ot her people, animals, things of the earth, many field trips, nany
out door excursions, nuch freedomto interact with whatever happens to

cone into the environment. | remenber one day in Roots 101 here. |
had a very good program going and all of a sudden the children were
di stracted by noise outside the window It was a kind of loud roar,

and a couple of themran to the wi ndow and wanted to know what that
was that was going down into a hole on the side of the building. Coa
was bei ng unl oaded into the ol d-fashioned coal bin. Now, the children
had never seen coal and they didn't know what was going on. W went

out doors and got somne pieces of coal so they could discover what it
tastes like and how it marks up their fingers end faces. It's kind of
getting outdated, you know, not very nuch of it is used, and the
nmoment for teaching the children presented itself and if you don't

t ake advant age of what comes over your horizon right then and there,
the moment may be lost forever. Children here at the Sheltering Arns
have a rich experience. Al sorts of people cone; for exanple,

anmbul ance drivers have brought an anmbul ance - the children can craw
in and "go to bed" in the anbul ance; maybe they won't be frightened
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when they see their nother taken in an anbulance sometime. Policenen
come, firemen come. It's not easy to take retarded children to all
places, so if you have many visitors who bring parts of the world to
them it is to the children's advantage

Fourthly, intheprimrygroup, thedevel opment of fi nemuscle
skills, finger skills, such as using a scissors is elementary. They
learn how to use crayons, knives, forks, spoons and all kinds of
instruments that children like to play with. Many of these items can
be used in the classroom for learning. Two of the favorite skill-
builders in the trainable classroomwere the paper punch and the
stapler. It was nothing to go through 5,000 staples a month. It was
cheap and the child could |earn how just the right amount of pressure
on the stapler would do the job and when he could do the job, he had
attained a email skill. Many of the activities in the primary room
are built around the use of the fingers, the hands, the eyes, the ears,
speech, voice; there is very little academ ¢ (so-called) work;, perhaps
there is experience in recognition of name, recognition of classmates’
names, teachers' names, fam |y names, recognition of famliar sounds,
recogni zing "exit," "stop," "go."

Not until the child gets beyond this devel opmental |evel does he
get to the readiness or the academic work at the second level. This
probably should not begin until about age eight. This varies greatly
with individual children. Some six-year olds are ready to do gome
word recognition but it is relatively uninmportant. Reading is terribly
over-rated. Many people read very little. Wth radio, telephone, and
television we can live practically without reading and many retarded
individuals as adults earn their living with a mniml amunt of read-
ing skill. Yet our society insists that reading must be |earned more
qui ckly, earlier; nowthey can teach two-year olds. It is a highly
respected asset and many times parents of retarded children say: "Wy,
he reads like a whiz - how can he be retarded?" He may read fourth

and fifth grade level and still be one of the nmost seriously retarded
as far as individual conpetence is concerned. So reading must be
taken, not with a grain, but with a whole box of salt. It is inportant

as a status symbol and the child who can read should be helped to learn

But it should not be given over-enphasis; it should not be
given several hours a day when enphasis should be on other areas. In
the upper elementary special class, reading usually takes over quite a
bit of time. Children become interested in books and pictures. Value
of numbers and symbols comes into use. In this age group, the maximum
I evel of academ ¢ devel opment is probably reached by the time the
educabl e retarded child reaches 14; with trainable children it is
probably younger.

At the next higher level, we now turn to the prevocational phase
of educating retardates. There is nore enphasis on group interaction
group projects, getting along with other people; interest is continued
in personality devel opment, habits, skills, learning to carry out
responsibilities, becomng grown up, giving up the "baby" habits.
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Showi ng affection is a nornal trait that hat continued to devel op.
There comes a tine for change. A five-year-old rushing up to kiss a
stranger was al | right, but al4-year-oldlooksprettysilly. Habits

nust be altered and this is done by reinforcing those habits that are
social ly acceptable. This begins not just now, but all al ong the way,
to prepare to act like adults when they beconme adults. Reading is not
put out of the picture, but it becones nove specific and purposeful,
nore associated with daily living and vocati ons.

The last step beyond age sixteen and upwards takes in the prepara-
tion for some economc self-sufficiency. This has been going on all
along the way, but now cones the time, and the sooner the better. |Is
there any reinforcement better than noney? A 14-year-old who nakes
10c a day because he is dependabl e and can do a job and can depend on
that nmoney being his own, has a pretty strong reinforcenment because
this is what society gives him Thus, we get to the area of training
through our sheltered workshops and the school rehabilitation project
which will be discussed core extensively by soneone el se.

Next, | want to tal k about individual differences. Teachers of
classes of the retarded nust do a great deal nore adaptation because
the children cannot. They nust be nore flexible, nore able to change
to shift gears, because the children are less able to adjust. Qher-
wise, if the child could adapt, he could stay in the regul ar cl assroom
W have many retarded children in Mnneapolis who are in the regul ar
classroons and are there by considered judgnent. Ve think they are
learning just about as nuch there as they would in a special class.
They may not be so handi capped socially. They nay have good hone
training, have friends in their peer group; they have good nodels to
live with; in the classroomthey see good social behavior fromearlier
years and they are as well off, if not better off in the regular class-
room Their acadenmic learnings rmay suffer, but a skillful teacher can
put this properly in place and the rest of the children in the class-
roomwi || benefit because they see and learn that there are some peopl e
who don't learn to read. This is sonething everyone ought to know.

Now for the children who nust be placed in the special classroom
inorder to profit end have sone of the individual differences which
becone the teachers' responsibility to manage. The first point is:
they have very uneven skills. They nay do fairly well w th nunbers
but be conpletely unable to read, or vice versa. They may be able to
talk a blue streak and keep your ear as long as you' re bended; they
speak quite well and can be quite socially acceptable, but they can't
do a thing with their hands. And they are not very Likely to earn
their living by what they are saying to people. You teach themto be
verbal. They need to be verbal and they need to have this devel oprent
of language. One of the problens that a teacher has when a child has
uneven skills is that she doesn't know what to enphasize. Should she
et himbe prai sed and make the nost of the ares in which he is nost
successful or should she do sone concentration on the areas where he
is weak and try to level his skills? | think the latter - you need to
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pay attention to ell areas and do the best you can but be very carefu
not to over-praise a child just because he is a little nore successfu
in one area. The other day | had occasion to see a child who wites
poetry; because he is a bad actor and his poetry is reasonably good
doggerel, he has been praised until the child thinks that he is going
to be a fanmous poet. And he has already thought about getting a
lawyer and getting a copyright on his poens. This was not a retarded
child, but | just happened to think of the example. So you have to
shut up the child who talks too nuch because he can't talk this way
forever and you have to praise the tiniest bit of progress when he
learns to cut a piece of paper an inch wide rather than a quarter of
an inch. The parents will nake the nmost of the child s strong points
and! this is sonething you need to keep parents reasonabl e about. Just
because he has a wonderful nenory and renenbers what happened when he
was two isn't such a strong point. Kids don't have that much to
remenber and they don't earn their living by what they remenber. In
hel pi ng parents understand rel ative values of skills, the personality
skills of being dependable, being |ikeable and trustworthy, are far
nore inportant than the ability to talk forever or to put pegs in

hol es forever. Thus, the teacher nust carefully judge how to handl e
the uneven pattern of the child' s skills in her programming and her
counseling with the other people who deal with the child.

The second point in regard to individual differences is an uneven
rate of progress. A child may have a spurt - seemto do very well,
and then suddenly kind of wash out. You start children at the
begi nning of the year in a reading group. | recall having this
experience; they were pretty nmuch on a level and | thought this is
fine - I'"ve got so many in this group, so many in this group, and
only two nore - | can nmanage four groups, you know. But it wasn't
very long before these four children were not together at all, and
that one was obviously doing nuch better than the others. The worst
problemhere is to save face for the child who is obviously not doing
so well. Believe ne, they know A teacher must constantly rearrange
and adj ust according to the rate of learning that a child is show ng
and find sone way to reorganize and regroup without making it seem
like a failure to the child.

The third point regarding individual differences is that the \
child is likely to have a good many other differences besides just
poor nmental ability. There are wide differences in his outside |ife,
inhis famly experience; this is extrenely inportant in the way he
behaves in school or in a group away fromhome. There are wi de vari a-
tions in health history. W find it common that children have seen
doctors a great deal, have been hospitalized, had nany kinds of tests;
their physical history and body functions are probably different;
vi sion and hearing | oss have been present. Logs in vision and hearing

can be very inportant. If it is not picked up it will further accentu-
ate the differences in this child.

There is a fourth area of individual differences which you can do
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sonet hi ng about or teachers can do sonething about. (I amtalking as
if you were teachers and | realize you are not all in this profession.)
The environnent for a group of retarded children can be nanipulated to
sone extent by the person in charge, if he knows why and what he is
doing. For instance, a teacher may spot a child who i s erroneously

pl aced, even though he has had very good di agnosis. He nmight be able
to profit fromanother kind of group. 1In spite of very good study and
good admnistrative attenpts, we once in awhile find some wong pl ace-
ments. A teacher can nanipulate the plan for a child and if it is not
done while he is young, time may be lost. | had occasion to observe
sone trainable classes in which | noted two children about el even
years of age who were obviously gaining little or nothing fromthese
classes. n of themhad been there four years and the other three
years and they were clearly bel owthe level of the rest of the class
and the teacher was unable to provide anything other then custodi al
care. The teacher needed to have soneone to whom she coul d nake a
recomrendat i on, such as a social worker or supervisor. These places
were being taken by children who woul d have profited, | think, from
institutional placenent, and the places in the trainable class coul d
have been better utilized by others. Another factor that can be
changed is better grouping of children according to devel opnental age
and abilities. |If there it nore than one class, regardl ess of where
they happen to test, they nay fit into one or the other groups better.
There is an advantage in having a group of classes so that sone of
this nanagenent can be done. | feel really sorry for the teachers in
rural areas where they have the age range from6 to 21, sonetimes even
beyond that. This is not a true classroomsetting, it's one kind of
group experience. It may be other things, but it's not education for
soci al devel opnent as adequately as when we are able to group the
children by age and devel opnental need.

| vent to get on to the behavior difficulties because this is a
fascinati ng subject and one on which | don't have very many answers,
but I can raise an awful lot of good questions. It is probably the
area in which teachers have the cost difficulty and ask the nost
questions, and it is the areas in which we are asked to help nore often
than any other. The teacher of retarded children in a school nay even
be asked to advi se on behavi or problens of children in regular classes
because she has sone experience wth unusual behavior. Many of the
teachers who go into teaching enotional ly di sturbed children sects to
have had sone experience with retarded children. In our observation
sone of the best ones cone fromthe training in teaching nentally
ret ar ded.

Behavior difficulties that give the nost problens to teachers
i ncl ude: aggressiveness; attacking other children, or being self-
puni shing sonetines; attacking the teacher; destroying property;
destructive tendenci es, such as tearing up books, kicking out wi ndows;
doi ng things which are outside of bounds and are endangering the |ives
of one's self or others, like clinbing stairways when there aren't any
railings or roofs. This causes a great deal of concern to those who
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are in control for the safety of the child. Inpulsive behavior la
which the child is uncontrollably acting out |eaves you never know ng

when to expect a blow on the side of the head. |nmpulsive behavior is
one of the truly difficult characteristics. Then there is just pure
negativism "lI'mnot going to do it" or "I"mgoing to do what | want

to and not what the teacher says." A short attention span neans that
no matter what activity you present or plan, the child is into it with
fervor for a nonent and then out of it, and you have to be quick to
think of something else before he gets into sonething he shouldn't be
doi ng-

There used to be a good deal of concern about children who were
wi t hdrawn and refused to speak, et cetera. Typically, they were
easier to handle, that is, they didn't bring thenselves to the atten-
tion of the teacher and it was thought that these were probably the
nost seriously disturbed children. Studies have shown that it is not
so; there are fewer individuals who turn out as adults to have serious
difficulties who were withdrawn in childhood. It is the aggressive
and acting-out children who turn out to be the aggressive, delinquent
adults. So there is some justification for thinking that when the
teacher is concerned about these children, it is a serious problem
I'mgoing to nake just a few suggestions about what | think helps in
handl i ng these children, and | speak partly from experience and
partly fromlistening to other people who work with disturbed children.

| think it is nmost inportant to know normal children pretty wel
to be able to knowwhet to expect froma child at a given age. Then
when you have a retarded child, you take the difference between his
mental age and his chronol ogi cal age into account and somehow you
don't balance it exactly, but you know these two things are present.
H s behavior for his nmental age may not be so strange, if you know
what normal children of that nmental age woul d be doing. Two-year-old
children are not particularly conspi cuous because they have a | ot of
tantruns, but twelve-year-olds are. You would knowthat it was a
fairly serious synptomin the twelve-year-old. So a good deal of

background in devel opnent of children and children's behavior is a
great hel p.

The second point is to know the individual child thoroughly, as
much as you can find out about himfromall of the people who have
ever worked with him all of his medical record, history of experi-
ences, hospitalization, special problens, and particularly his famly
life. If you knowwhat his parents do with himafter he gets hone
from school, when they are with him what his brothers and sisters do
with him who he plays with, who respects himand takes tine and
shares with him- experiences inlife, - all the know edge you can
gain. | think a home visit, especially if there is a disturbance, is
one of the very good ways of finding out a great deal. This wll
give you kinds of insights | can't explain. It's just that in know
| edge is power and the nore you know, the nore you feel you do have
sone ideas that you can begin to put together.



Having all of the know edge that you can obtain, the next step is
observation and not for just one day, but over a period of time. One
of the things nmost inportant to consider in a child if his behavior is
asocial: Wiat is it that keeps that behavi or going? Wat kind of a
renard it he getting for pulling these tantruns? Is he doing it
because this it the one way to be sure he gets attention and make sure
that controls will be set for hin? Is it nmore confortable for himto
have soneone hol di ng hi mback because then he knows he isn't going to
hurt anything? It's possible. The whole systemof reward and rein-
forcement of behavior in young children is a very fruitful field of
inquiry. A second point regarding observationis to note the change-
ability. Hownuch variation it there - is he always the sane or are
there periods when he has different kinds of behavior? You sight |ook
to bot h physi cal reasons and enotional reasons for difference in
behavior. |If he has a short attention span and he doesn't seemto be
able to stay with anything, you Eight try lover levels of activities
to see if he will stay with sonething longer. He may not want to put
a puzzl e toget her; maybe he can't, but he will play in the sand for an
hour. O he nay not care about a book, but he trill take puzzles and
work with themuntil he is successful. |If achild has one area in
which he is showing sone ability to sustain attention, there is sone
hope that maybe this is a natter of experience. Wen he is successful
inother areas, he can extend his attention to other areas, but when
there is nothing that will hold his attention and he stays two seconds
wth every single thing, | woul d suspect that you woul d need to | ook
further for a physical reason. Maybe the child cannot profit from
even the best situation; he may fall into a category of needi ng nedi -
cation to slowhie down tenporarily, or he mght need to be in a core
restricted environment until sone saturation takes pl ace.

Al'l kinds of things may cause negative behavior and there are all
sorts of ways to sect it and the first thing is not to be threatened
by it. Just because the child is negative, the teacher doesn't have
to be concerned about it. You can becone negative, too. You can take
it with a grain of salt, a sense of hunor, and say, "You don't know
what you are mssing; so you don't want to do this but the rest of us
wll anyway." You don't have to force every negative child into every
activity. He may |learn sonething frombei ng negati ve and naybe it
isn't negativism Mybe he is scared and he wants to watch for while.
After he watches other children, he say join in. Sonetinmes a habit
has hel d over frompatterns of childhood where this negative behavi or

got rewards. In order to live at hone he is negative because then his
not her knows what he wants —he needs to be fed or he needs to be put
to bed. She may understand his negative behavior. | woul d suggest

that probl ens in behavior need to be discussed with parents to see if
the child behaves differently in school than he docs at hone. There
may be sone clues here as to reasons for the problem

Now, | went totalk a little bit about some techniques in the
classroom The structure of the classroom which is handled by the
teachers, is of paramount inportance in controlling children who are
inclined to have difficult behaviors. Wo sits in the front row and



who sits in the back row may be terribly inmportant. And how far is
the di stance between Johnny and Peggy? Can they reach each other by a

handshake or will they bunmp into each other? d assroons sonetines are
just not |arge enough to allow the anount of distance that is desirable
and necessary. | think a classroom for the retarded needs to be

approximtely twice the size - that is, we have fifteen children in a
cl assroom designed for thirty. That is the mniml anount of space.
There really needs to be nore than that and a whole lot of storage
space besides. But the teacher in structuring the group, knows that
the place the teacher is at ell times may be extrenely inportant to
the group. \Wether she's behind themor in front of them may make a
difference. |If she stands between two children or with one hand on
Johnny and one hand on Mary, she can nmanage the group, but what if
she's got Peggy back here and needs another head and she has only two?
Teachers need nore hands. The physical presence of the teacher, the
touch of the teacher is inportant especially to young children. One
child cay need only a pat or a touch but he needs to know what wil |
happen when he gets too far out of line

The activity level in the classroomis also of great inportance
This varies from teacher to teacher and fromgroup to group. But the
children rmust be busy. Mybe they are busy waiting, but they nust be
busy. They must know there is a reason for doing what they are doing.
Maybe they have something to look forward to if they ere waiting, but
once a child gets bored he it pretty apt to stray. W have sone
interesting reports about sone studies which were nmade about ki nds of
classroom structure* and structures in group work with children
These were enotionally disturbed children. There was a study made of
a summer canp, where a counselor and a group of five children in
different situations were observed. There were art classes, bathing,
swi nm ng, cookouts - all of the activities that go on in sumer canp.
The nmpbst successful activity for the children having behavi or probl ens
was swi mmi ng, perhaps because the water itself exerted sonme sort of
control - they couldn't nove quite as rapidly in the water. Every
child was busy and there was plenty of room for everybody. The | east
successful activity was the cookout because here there was a group of
children snelling food; maybe they were hungry already, and there was
the danger of fire and a certain nunber of warnings had to be given
and not all of themcould get their wi eners roasted at the same tinme.
So you have a lot of rivalry and inpatience based in part on the
physi cal factors of the whole setting. Sone of us know that the hour
before nealtime is probably one of the nost difficult ones in the
classroons for retarded children. Now another part of this study con-
cerned the disturbed children within the classroomitself. Three
kinds of activities were observed. There was an arithmetic |esson
whi ch was sort of a programed activity in which small units were set
up, one after another. There was a social studies group in which
children were divided into small groups, planning for a report. And
there was a gymperiod in which the children were lined up waiting
for their turn to practice throwing the ball in the basket. Now which
one of these would you say, with all of your know edge to date, would
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be the nost confortable or have the |east behavior problen? The gyn?
No, in the gym period they were lined up waiting to throw the ball end
they were too close; they were pushing the ones in front end kicking
the ones behind. In the social studies group they were arguing about
what they were going to do and they didn't have adequate | eadership.
This resulted in a whole lot of quarreling end bickering. The best
programwas the programed math, where the child had a small task, saw
i mredi ate results, knew when he was right and could nmove on to the
next set of problems. Each child was busy, not being distracted by
hi s nei ghbor as in both the social studies and gymperiod - he had his
own successful activity. This is one form of classroom structure that
cuts out gome behavi or probl ens.

O course, one of the things that we are wanting nost of all is
for these youngsters to get along socially with each other, and if we
set up our whol e program so there wouldn't be any behavi or probl ens,
they woul dn't | earn how to behave, because it woul d be al ways con-
trolled for them So the kinds of interacting activities in which they
can get along the best need to be studied. Wth nmany groups, dramatic
play is a very favorite formof activity. There is nothing like acting
in another role to make one feel inportant. The nunber of boys who
want to be doctors in dramatic play is phenonenal and the girls wll
do wel |l as teachers or bosses and you will see them be nothers and
fathers and acting in some ways better than they do as children. They
reveal some things too. One of the best activities with a group of
di sturbed children, if their interest is caught, is dramatic play,
because this has a small proportion of audi ence, of people |ooking on;
everybody is busy doi ng sonething which makes him feel good or i npor-
tant and he is trying on a role of good behavior. O course, you
sonetines have to let himbe the bad nen in order to act it out. This
may be good for him too. It's legitimate then to shoot and cuss a
little and go on. Another area which provides for acting out sone of
these behavior problens is that of ganmes or action in response to
music. Here the child can bang some of the instruments, nmake his feet
loud on the floor as he is never allowed to if he is just walking.
@ving the children chances for an expression of feeling through
physical activity allows for sone satisfactions. Another medi um which
offers a healthy outlet for feeling is clay. Young children can do al
sorts of things to clay that they would like to do to people. They
can gouge it and pound it and push it and step on it and chew it too.

The kind of authority or the focus of authority in the classroom
is extrenmely inportant in the handling of behavior problems. | have
observed a good many teachers and every one has a style of her own;
there isn't any one kind of classroomthat is beet. Sonetimes children
seemto be better in a permssive sort of classroomand other tines
they can operate only in a very structured classroom But these can
becone too extreme in either direction. The authority is set by the
teacher and the group itself -- the teacher interacting with the group
The best kind is that which is not seen or heard. Al it takes is a
smal | nmovenent of the teacher or a look; if she turns her head towards
a child over here the child over there knows that she is going to turn
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there next. He knows what he shoul d be doing and so he is doing it
when she does look that way. The less said by the teacher, usually,
the better. FEventually as she handles it nore and nore by nonver bal
controls, the nore denocratic the classroomcan becone, because then
authority becomes a personal sort of relationship with each child and
it doesn't have to becone conspi cuous to the whol e group. The group
itself, in a denocratic kind of classroomwill take over sone of these
controls. This is often successful when there is only one child out
of tine. et about three of themand they constitute a ninority and
they can sonetimes nmake it unconfortable for the rest of the class.
It's very easy to over-bal ance the load in placi ng these youngsters.
It is easy to overbal ance the classroomso that a teacher who has had
a conparatively cal mclassroom by the addition of one nore child
suddenly has an expl osion. Sometimes the interaction between a nunber
of difficult children can becone puzzling for a period of tine, but
good teachers can usually work this out. | have observed that teachers
woul d rather, in many cases, start with their entire group in the fall,
than have children added gradually. This surprised ne at first but as
I thought about it, | perceive that once the structure it established
in the classroom the addition of one nore child can be upsetting to a
teacher who has it already well organized. Several tines | have nade
an assi gnment of a child without any known particul ar problem The
teacher calls up the first day that the child is there. She absol u-
tely can't stand it, she just doesn't know what to do, and she can't
have this child in her class. Rarely can an i medi at e change be nade
but we pronmise to look at the situation and do what we can; if she
can't keep himwe will find another place. By the tine a week goes by
| usually get a call fromthe teacher, "Well, he's really doi ng nuch
better. The last three or four days things are fine." Now, it is a
little different when you have a situation |ike Sheltering Arnms, where
there are other people around who can take off the drain of one addi-
tional person, if it should be too difficult when he is first placed.

1 want to say a last word about the teacher. The nost inportant
part of the curriculumguide is the teacher hersel f, her whol e person-
ality, outlook and mental health. | think it is not nearly as
inportant what the children are learning, as the way they feel about
what they are learning. It is fortunate indeed that the teachers have
as much latitude as they do and they don't have a too structured curri-
culum They can do sone of the things that they like to do best,
comuni cate to the child that this is fun to do, this is worth doing,
and wor t hwhi | e because we can do it. The teacher has a |lot of choice,
and this is necessary and good. The successful teachers work this out
intheir relationships with each child. Wen you have a separate
relationship with each child in the group, it's sort of like a huge
teamof horses - the teacher it here and somebody is way out there,
but she has all the reins and a finger on the line that | eads to each
one of the children and, no setter what his behavior is, she has a
little bit of control over the child. There are children who cone
outside of every teacher's credibility and possibility and I speak
fromexperience. There are sone children that can't tolerate the
school setting, and a teacher is a hunman being. Here we need a good
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admni strator, so that the teacher can say: "Honestly, | can't stand
it and would you rather have nme or the child?" Sone kind of change
can be nade and sonebody somewhere else can do nore for this child
because there is a different program wth a different kind of struc-
ture, which will nmeet this child s needs.

Were did | |eave out sense of hunor? You have to be able to
laugh with the children and have fun; if you don't enjoy them and
can't help parents enjoy them you shouldn't be trying to work with
the retarded children.
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PARENT EDUCATI ON AND CCOUNSELI NG

Harriet E. Bl odgett, Ph. D
Program Di rector
The Sheltering Arns

Today we are going to talk about parent education and counseling.
In general, we believe that parents carry responsibility for their
children and this is where we start when we begi n thinking about
educating and counseling parents. For our franmework, at |east, |
woul d differentiate a little between parent education and parent

counseling. | would consider parent education to be more of a group
approach, while parent counseling is nore of an individualized process.
That is the way I'll be using these terms. Since parents, in our

society, do have this responsibility for their children, we make a
basi c assunption that it is good for themto know as nuch as they can
about their child, to understand himas well as possible. W make

a further assunption that parents, in general, have good intentions.
This assunption is not always true. There are parents who do not have
good intentions. There are parents who, although their intentions
are good, have nothing with which to inplenment their intentions.

There are parents who think their intentions are good, but we m ght
not agree. Still, the general assunption we are making is that nost
parents will want to "do right" by their child. There are sone very
basic differences between the way parents can look at their child and
the way professional workers can look at the same child. One of

these is a difference in perspective. Although the parent sees the
child as he is, right now, with problenms which at the nonent are

i mportant, he also has a total longitudinal picture of the child. He
remenbers when he was six hours old, and six days old, and six weeks
old and he carries this longitudinal view of the youngster along with
him even though he al so has the cross-sectional viewof what is going
on right now. The professional person usually has not had this |ongi-
tudinal viewat all. He sees the child at the point that the child
gets to him This is what he bases his judgments on and what he

bases his plans and recommendations on. These two kinds of perspective
may be rather different.

It is also true that, by and large, parents will be nore enptionally
involved with and identified with their child. This does not nean that
prof essionals may not also be enmotionally involved. | think that any
t eacher who has worked with a group of children would certainly agree
that the professional, too, comes to be involved with the children
wi th whomshe is working. It is, though, a different kind of
i nvol venent than the parent has, and probably a |esser degree of

identification. A teacher can be "involved with" w thout being
"“identified with."

The parent al so has another difference fromthe professional
The parent has to be concerned with the whole famly situation, of
which this particular child is just one part - maybe the nmost trouble-
sone part, or maybe the least troublesone part. At any rate, the
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prof essional concern is likely to be directed at the child as an
i ndi vi dual person, while the parent has a mllion and one concerns

about the other children in the famly and many other problenms of
['iving.

There is one further major difference between the view of the
parent and that of the professional, and that is the difference
bet ween what the professional knows about child devel oprent and
what the typical parent knows. The typical parent probably doesn't
know very much about the nature of the chil dhood growh and
devel oprmental processes. The typical parent learns this as he
goes along, insofar as it applies to his own child. He learns
fromhis own child s behavior and devel opnment sonet hing of how
behavi or and devel opnment progress, but the professional has |earned
this on a nmuch broader scale. He has a nuch nore extensive fund
of information. He knows, for exanple, that negativismis quite
comon in children between the ages of two and three, and he knows
that negativismin retarded children is generally a nuch harder
thing to help the child outgrow than it is with normal children
Parents often have quite fixed ideas which are just plain wong
fromthe viewpoint of scientific know edge about children, and it
can be rather dangerous to say to the parent flatly "You' re w ong
about that." There are tines, though, if you can't say this to
a parent, firmMy if not flatly, you aren't going to be able to
make much further progress, because if they are convinced about
this fal se concept, whatever it may be, then you aren't going to

be able to sell themthe kind of information you want themto
have and to use.

O course we have tal ked about communication problens and
skills all through these trainee sessions, and there are severa
questions about comunication. W might say first, what do we
need to communi cate? What is the content of what we want to say?
The answer to this depends on who it is doing the communicating
Let's consider the psychologist, first. Usually the psychol ogi st
has sonme quite specific kinds of information derived fromneasure-
ment. These are not whinsical sorts of things, not things the
psychol ogi st invents in his own head - they are based on what the
child did in a standardi zed situation under standardized conditions.
They are neasurenments of some kind - ability, or perhaps achi evenent,
perhaps with ol der children sonme personality neasures. More often
with young retarded children the psychol ogi st won't have personality
neasures to interpret, but he may have sone inportant personality
observations, because as the child is operating in the setting of
the psychol ogi cal evaluation, he is being |ooked at. The psychol ogi st
is maki ng nental notes of his degree of cooperation, his level of
notivation, his sustaining of interest, his handedness, his
reckl essness, his attention span, his degree of hostility or how
much he hates the world around him- all these things are being noted.
If the psychol ogi st has a chance to see the child in a free situation
such as a playroom he can pick up other kinds of observations -
about his interests, the things that he stays with for a long tine,
the things he loses interest in quickly, his dependence on the adult.
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Very often, as a result of the neasurenents and observations, the
psychol ogi st will have some recommendations to make to parents for
things they could be doing differently, and sone suggestions for
desirabl e outcones toward which the child could be noving.

If the person doing the communicating is a teacher or sonmeone in
a teacher role, there are other kinds of infornmation that he will have
to communicate. Certainly of primary inportance is infornmation about
how the child adapts in a group. This is sonething the parent may not
have had a chance to see, except insofar as the fam |y situation pro-
vides a group. Parents are very often not well aware of what their
children are |like when they are with others of their own age group
The teacher is in a position to describe the child as a |earner - what
he is learning, howhe is learning it, howinterested he is in |earn-
ing it. The teacher will also probably be in & good position to talk
about adjustnent problens in the classroom- where does this child run
into trouble? What kinds of conflicts and collisions does he have
with other children? |s he one who is easily stinulated into a kind
of behavi or which, left to his own devices, he usually doesn't show?
Is he one who is quick to initate what other kids do? |s he one of
whom the others are inmtative? |s he one who sets the pace in the
classroon? |s he one who can be relied on to take any kind of
responsibility? |If so, what kind? These are sone of the things about
whi ch the teacher is the expert inforner.

The social worker may many tinmes be in a position of representing
the viewpoi nt of either the teacher or the psychol ogist, and this puts
a special burden on the social worker, because, as you recall from
M. Oson's lecture, the longer the chain of conmand, the easier it is
for misinformation to be transnitted and for comunication to break
down. If the social worker is the one who carries information from
the teacher or the psychol ogist to the parent, the burden is especially
heavy on her to nmake sure that her interpretations are correct, that
she is faithfully carrying out the intent of the teacher or the psy-
chologist in what she is reporting. The social worker is often in the
best position of this team of people to interpret within the framework
of the famly, because she is apt to be the one who knows nost about
what the home is like and can translate information into terns that
will be neaningful in that hone. The sane interpretation m ght not be
neani ngful in an office setting, because one might just miss the |eve

of communi cation conplexity that these parents could tolerate or could
t ake.

Al'l of these people are involved in comrmunicating; all of them
may be involved in planning; all of themnmay be involved in specific

advi ce-giving, and I'll have nore to say about that later. Certainly,
all of themw Il be involved many tines in saying things that are hard
to say to people. | think this is something to which people newto
the field need to give particular thought. |If we are going to invest

ourselves in communi cation, and sone of this is going to be infornmation
that parents do not want to hear, we have to stiffen our backbone
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enough to be able to Bay it in ways which are as little upsetting as
possi ble, but still, ways which will let the truth get through.

think a very serious nistake that nmany people in all the professiona
areas - teacher, social worker, psychol ogist - have nade many tinmes is
to "water down" what is the truth to the point that the parent doesn't
hear what is the truth. It really isn't the parent's fault if the
teacher or psychol ogi st or social worker has said something which has
,a negative connotation in such a gentle way that it turns out sounding
like a conplinment - we can't be surprised if the parent doesn't hear
the message. It has just been lost in being diluted. W have to pay
special attention to the clarity and precision with which we speak.

If this communication is so hard to do, why do we bother? What
is the point of this comunication effort? There are several reasons
why we bother. Certainly one, and a very frequent one, is that we want
the parents to do sonething for the child or about the child. Perhaps
we want themto do sonmething different fromwhat they have been doing
W may want themto change their attitudes toward special class. W
may want themto change their attitudes toward retarded children. W
may want themto change their standards of what they expect fromthis
child. W may want themto de-enphasize discipline in certain areas
and perhaps enphasize it nore in other areas. |n other words, there
is a selling-aspect to interpreting facts about retarded children in
terns of what we want the parents to know, or think, or feel, so that
our work will in turn be facilitated. | don't think there is anything
especially wong in seeing this as a sales approach. |In a sense, we
want to present information in such a way that parents can "buy" it -
accept it, hear it, believe it, incorporate it into their own thinking.
It's inportant too that we communi cate because the child is the sane
child at home as he is at school. He does not live in a fractionated
way. He brings hinmself with hini he brings his experiences with him
When he goes home again, he takes the school part of himalong with
the honme part of him- he's the same person. Another reason for comu-

nicating is that;, in general, parents want to learn. They want to do
a better job; they want to upgrade their own parent behavior. W can
docunent this, | think, by attendance at parent neetings here at

Sheltering Arns, by the kind of attendance they get at the Mdthers
Cub at the M nneapolis Association which is run for parents to whom

the diagnosis of retardation is new. People will make some effort to
learn if we will make the effort to help themlearn
Many of you will be involved in interpreting test results, partly

because so nmany peopl e are scared of psychol ogists. The teacher, the
social worker, the activity center |eader may be a |ess threatening
person to parents than the psychol ogi st who many tinmes carries the

magic title of "doctor." Many parents will hesitate to approach the
psychol ogi st with questions that are very inmportant to them but they
will not hesitate to ask the child s teacher when they get to know her.

Consequently, nmany times teachers are in a position to help parents
understand intelligence test results and what they nean, even though
the parents have already heard the sane information from the psychol o-
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gist. There are sone tricks of the trade that you can use to help
translate sone of the information into neanings for parents. One is
todo it inmltiple ways. Don't talk just about |1Q scores; don't
talk just about nental ages. One of the problens of using the nental
age conparison is that it doesn't stay put. A child is tested at age
siXx; he gets a nental age of three. The parent gets the idea that he

is three years "behind." They take this information with them Six
years later the child is twelve, and the parents are still going
around saying he's three years "behind." O course he isn't. He is

about six years "behind," because the inportant thing that they should
have under st ood when he was six years old was the concept of rate of
devel opnent, and this they missed. So they are thinking in terns of
how nmany years bel ow his age level he is, when what they should have
been thinking about is his rate of nental growmh. Wenever you are
interpreting | Q scores to parents, a very good thing to do is to stress
this rate of devel opment aspect. Suppose test scores are in the
borderline range; this neans generally that he is devel opi ng at about
three-fourths of the normal rate. You can apply this at any age
(assuming re-tests fromtine to tine to check on the rate of devel op-
nment), and it will help the parents keep pace with the child's anount

of retardation at different ages. | think that using a nental growth
chart with parents to project the child s nental growh to future ages
can be very useful - you renenber you saw the chart | use earlier in

the training program this hel ps parents see the increase in the gap
bet ween normal and retarded as age advances. To beginwith, a retarded
child can't be that far bel ow his age |evel because he hasn't |ived
that | ong, but as he grows ol der, the gap widens. This is sonething
parents need to appreciate and it is nore easily visible if you can

put it on a chart. | think it is usually helpful to talk in terns of
a range of scores or a zone of ability rather than in terns of single
IQpoints or scores. For this reason, | think it is always desirable,

although it isn't always possible, to have nore than one kind of test
adm nistered to a child. W nake a point of using perfornmance as wel
as verbal tests and supplenmentary tests, so that when we describe a
child in terns of his test performance to his parents, we can say, for
exanple, "Well, this particular boy does a lot better with handling
things than he does with handling words and ideas" - if his perfornance
test score is 80 and his Stanford Binet score is 60. This is inportant
for parents to know because it has a bearing on what they do with him
at home. Are they going to "lead to strength" and focus on the things
he is good at, or "lead to weakness" and focus on things he he is not
able to do? The test scores don't answer this question, but they do
help in describing the child nore conpletely. |If you know about the
differences in ability patterning the child shows, you can give people
a little nore specific guidance about their own child. At first,
parents tend to think in terms of a fixed IQand this is a limted kind
of thinking. What you want parents to cone to appreciate is the genera
ability level. W focus on this sonewhat when we tal k about educable
and trainable levels. Sonetinmes we have to make a further explanation
to parents when we find that a child, perhaps around the age of el even,
with an 1Q of 56, cannot function profitably in an educabl e cl assroom
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Then we have to say, "Yes, educable in test score, but not in actuali-
ty, not when applied to the real test of life performance. Then we
have to try to explain that the test score does not correlate perfect-
Iy with what the child can learn. Specific disabilities can enter in
and interfere with his use of his general ability level, so that a
severely perceptual ly damaged child, 1Q 56, probably will fit in
better in a trainable situation at this age because he won't be able
to learn to read by any techniques that we now know how to apply.

We also want to tell parents about qualitative aspects of test
perfornmance - not only what level of difficulty of task he can do, but
howwel |, qualitatively, he can do it. What is his interest span?

WIl he stay for a long tine with sonmething he Ilikes and give up

i medi ately on sonething he thinks he can't do? How easily defeated
is he? How nuch frustration can he tolerate without falling apart?
I f he does have a tantrum and bl ows up, how does he get reorganized?
These are behavior things, not as precise as |Q scores, but things
whi ch have very nuch interest and significance to parents.

Anot her thing you do in interpreting test results to parents is
to scotch the opposition before it gets started by recognizing the
limts of tests. This is perhaps one of theroost basic things to do.
Many parents cone to a testing session with their child with a built-
in, very deep, fear, hostility, and resentnent of this magi cal device
that is going to label their child. WelIl, of course, it is not the
test that labels the child at all - he has already been | abelled with
some kind of |abel or they wouldn't have bothered to bring him But
this —the testing session - provides the confirmation of the | abel,
or gives a nore precise |abel, end parents very often hate every
second of it. They want it and they don't went it. They want to know
and they can't stand it to know. They would rather you would tel
them anything el se about the child - he is schizophrenic, he is totally
deaf - they would rather hear alnbst anything then retardation. This
is changing some, but there's a long way to go before it is totally
changed, and it is a real problem Parents are going to take out
their resentnment of the whole situation on the test. Oten a parent
will report, "He was tested at school, but they only had himthere for
about ten minutes, and what can you find out in ten mnutes?" Well,
if you are the school psychologist and the only kit you have with you
is the Stanford Binet, and this child can't talk, you can find out
quite a lot inten mnutes. You can find out that you can't test him
adequately with the instrunent you have at hand, for one thing. You
can probably nake quite an accurate estinmate of his general ability
| evel through observation and partial testing, but the parents don't
always know that, | personally think it is perfectly legitimate to
keep the child in the testing roomfor longer than is needed for the
actual testing, for a nunber of reasons. One is that it does give the
parents an increased confidence in the kind and anount of effort the
psychol ogi st nakes. A ten mnute session would not be very reassuring
to an anxi ous parent, but an hour's session |looks a little different,
and certainly the psychologist is learning sonmething; he isn't just
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taking a nap and waiting for time to page. You can say to parents,
before they say it to you, "OF course tests don't tell us everything
about children."” If the psychol ogi st says sonething like this, non-
def ensively, before the parents can become accusatory, he has taken
away one of the defenses which needs to be taken away in order for the
parents to listen to what el se he has to say.

It is useful, too, torelate the use of the test to the reason
for the study in making your interpretation. Howthis is done depends
partly on the sources of your clientele. For the past ten years, nost
of the children | have seen have been voluntary parent referrals - the
parents thensel ves sought the study. O course, many times some one
el se may have suggested the need for the study, but the parents took
the initiative in making the appointnents. This is very different
fromwhat is the usual public school situation in which the teacher
first sees the need for the study, the social worker talks to the
parents and gets permission for the study to be done, and the psycho-
| ogi st goes to the school and sees the child. This is, in a way, a
nore "second hand" kind of procedure. Many times, even though the
parents consent, they do so without really understanding what the pro-
blemis and they may have the feeling that they are giving consent
under some pressure, although actually this may not be the case. |If
parents have sought study because they want to nake some specia
school plans for the child, this is a logical place to pick up the
interpretation. |If they have sought testing because they are con-
cerned about the child s behavior, then this is a good place to begin
interacting with them |If they have sought it because somebody told
themto - perhaps their doctor - then this is a good place to start,
with a question such as, "Wy did your doctor suggest that you bring
Ri cky over here?" |Immediately they have sonmething to tell you, and
this facilitates their listening when it is your turn to tell them
sonething. Certainly it is inportant to talk in terns that parents
can understand. How are you going to know this? Well, you don't
al ways know at the beginning. One good way to find out is to ask them
to tell you something about the child before you start interpreting
the test, and by noticing the kinds of things they tell you and how
they express them pretty soon you have a notion of what they are
ready and able to listen to and understand. Many tinmes parents of
retarded children find it possible to work into their own conversation
somet hing that gives you clues as to their educational level or their
training or the specific reasons they know sonet hi ng about retardation
If a nother says in the first fewmnutes of a conference, "Well, of
course | have been worried about himfor a long tinme because | was a
nurse before I was married and | could see for nyself that he wasn't
devel oping normal ly." Ckay, you have your |evel established. You can
now treat this nmore on a professional level as far as vocabulary is
concerned, with regard for the nother's know edge and experience, and
you can nmove along faster and better than if she hadn't told you this.
Anot her nmother might say, "Well, | don't really know nuch about child-
ren; | never had a chance to go to college. | have done sone reading
about brain damage, trying to understand Ri cky, because the doctor
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said he mght be brain damaged, but | can't really make much sense out

of it." Then you know that you need to start at a different |evel,
with less professional vocabulary and probably a slower pace. Suppose
you neke a m stake, which can happen. | talked with a father not too

long ago and sized himup as a professional-level person; it later
devel oped that he had had a terrible tine in school and hadn't finish-
ed hi gh school, but he talked in a very polished, well educated way
with an excell ent vocabulary. Mich of his education is self-education
but it's still there - so it isn't just the educational |evel you need
to be alert to, it is really the conprehension |evel you are | ooking
for. You can check on things as you go along. Stay alert to note how
people are listening. |If you use a big word or a technical term
followit up with a definition, an explanation, or naybe an exanpl e.
Sonetimes there just isn't a single word that expresses what you want
to say, so you need to use the professional word. For exanple, perhaps
you are talking about autism There isn't any |laynan term that neans
auti smexcept autism so you use it - but, if you are not sure the
parents are understandi ng, you supplement the word by addi ng sonet hi ng
like, "That's a word we use to describe a child who doesn't seemto

formrel ationships with other people and seens 60 live in his own
world."

Anot her thing which is inportant in setting and naintaining a
good climate for communication is to avoid any kind of blanme. Parents
often have done something wrong, nmade m stakes. Parents are not para-
gons of every virtue any nore than the rest of us are, but itlis only
| ooki ng backwards to focus on this part of it. Here is a child, age
six, who has a terrible eating problem You knowvery well that if
the parents had done sonme things differently, the chances are about 90
out of 100 that the eating problemwouldn't exist, but there is little
point in digging up the dead and buried past. Let it lie there and
think in terms of where do we go fromhere. Instead of saying, "You
shouldn't have let himdictate all the menus since he learned to talk;
this is where your problemcane from" you would say, "Let's see what
we can do now to nodify his eating habits,"” You nove imediately to a
constructive plan of action. The point of this communication is for
the future, not for the past. Another exanple is that of the physi-
cally handi capped child. | don't think it helps nmuch to tell parents
of a crippled child that they have overprotected him This is about
100%true, but it doesn't take you anywhere. |f you can get the
parents to tell you that they have been overprotective, it's a little
nore useful because then they are getting sonething out into the open
where you can help deal with it. |If you say, in effect, "OF course
you have overprotected himand it's all your fault," this isn't going
to do much good. You can discuss the fact that he has been overpro-
tected without inplying that parents are to be blamed for this. You

can say, "It's alnost inevitable that a physically handi capped child
does get overprotected at hone," This isn't saying, "You have over-
protected him" It is rather saying that this is something that has

happened - he did get overprotected. Just by changing the verb form
you have saved sonmething of the parents' self-respect.
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Anot her point in talking with parents concerns willingness to
make specific suggestions. Many parents want you to tell them pre-
cisely what to do so they can go hone and do it, and when it doesn't

wor k, they can say, "See, | knewit all the tine." This is a good
reason for not giving just one suggestion. In fact, if you can't
think of nore than one, | would suggest often not giving any. | think
you want to give the parents sonme things fromwhich to choose. This is
their job; this is their responsibility. This is, after all, their

child. So you don't say, "The only way to handl e an eating problemis
to put his food in front of him |eave himthere twenty m nutes, and
then take the food away. Wen he's hungry, he'll eat." This may not
be the way these particular parents can behave. You can say sonething
like this: "Some parents find that the standard advice works fine,
when they get around to trying it. For nost children, if the food is
there and they are hungry, it's true, they'll eat. But not all parents
can do this without beconing too anxious or upset, and you happen to
be one of those, then it's probably better to take a little different
approach. Wy don't you try wi thholding hie dessert if he hasn't
eaten his dinner?" You can find other ways of coping with the probl em
whi ch avoid the formula fallacy, because actually |I know of no formula
for changing children's behavior. Different things work when tried by
different people in different atnospheres and in different constella-
tions of famly influence, with different children. Even the things
that nay seemto you very obvious nmay not seem obvious to the parents.
I think it is a good idea to offer suggestions, not as a panhacea, but
as possibilities. So you mght say, "Had you thought of trying this?"
I like to think of these suggestions as a cafeteria situation - you
set out the suggestions in little dishes and the parents wal k by and
pi ck up the ones that appeal to them They make their choices in
terns of their own personalities, in terns of their famly situation
interns of the relationship that exists between the parents. O
course, it is easier to offer suggestions the |onger you have been
working in the field, but it isn't necessarily any easier to offer,
themwi th confidence because the longer you live, the nore you know

that the panacea thing just does not exist. | think there comes to be
an increasing humlity in professional people as they work with parents
and try to give themsuggestions that m ght be hel pful. Sonetines it

is easier for parents to accept suggesti ons when they cone from other
parents, even though it is the professional person who is naking them
You can 6ay, "Some other parents have told ne how they handled this

kind of problem and it worked well for them" It is inportant, of
course, to try to fit the suggestions to where the realities of life
are for the parents. | think of the story about the doctor who

recommended for his nervous patient that she take a six nmonths' ocean
crui se, when what she was nervous about was that the unenpl oynent

i nsurance had just run out. There isn't nuch sense in recomendi ng

that a fanmily send a child to a private school if they are living in
mar gi nal circunstances. You have to be realistic about what is going

to be possible, although this doesn't nean that you can't discuss

these other things. You might say, "Well, this type of private schoo
woul d be fine for Jerry, but | don't believe that's going to be possible
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in your situation, so let's see what other things we can think of
that m ght be possible.”

It is also inportant in talking with parents to nake use of
sone little things as well as the big ones. | think this is
especially inportant for teachers, who have occasion to notice many
things about their youngsters. Even anong the nost difficult
children, there are sone likeable traits and sonme things which can
be shared and enjoyed by both parents and professional persons in a
conference. Many parents, we need to renenber, are basically quite
anbi val ent thenselves as to howthey feel about their child. They
aren't too sure they like him and with reason; nuch of the tinme he
may not be very likeable. Yet, for themto be able to carry the
load of responsibility they have, it is pretty inportant that they
try to resolve their own anbivalence. One thing that can help with
this is if sonebody else can find sonething to approve of, sonething
to be pleased with. It doesn't have to be an achievenent - it can be
a personality trait that indicates that you find him acceptable sone-
where. Wthout this, | think it's pretty difficult to make the
comuni cation work at all. W need to consider how people react to
anything that is official. Parent reactions to interpretations that
people in the educational area are giving them about their child are
likely to have sone antecedent in their own earlier experiences with
school s, teachers, principals, discipline. Their own school days, in
short, cone right with themwhen they cone back for a conference in a
school setting. This is one break that we have here at Sheltering

Arnms, | think, and they certainly have it also at the Day Activity
Center - we don't look so nmuch like a regular school, and this in
itself gives us a freer opportunity torelate to the parents. |If you

want an exanple of this reaction to officialdom think about how you
feel when you are out driving and the squad car signals you over to
the curb. What are your predom nant feelings at the nonent before the
pol i ceman cones over and waits for you to roll down the wi ndow? Mbst
people, | think, feel a conbination of apprehension, resentnent,

ri ghteousness, guilt, anxiety - depending on what they have done.

Even if they haven't done anything, these feelings are likely to be
there, in nost of us. This nay be what parents many tine6 feel as
they cone to anything official for information or interpretation

There are sone differences between the studies that parents seek
and those which are inposed on them \Wen a parent really wants to
talk to a teacher about a problemand calls up and says, "Ms. Johnson,
I wonder if | could conme in sonetine this week and talk to you about
Ji my?" you have a truly notivated parent. Wen it is the teacher who

calls and says, "Ms. Jones, | wonder if you could conme in sonetine
this week because | would like to talk with you about Ji my?" the
not her may feel, "Oh, good heavens, what has he done now?" This can

be a hurt feeling, or a "being called on the carpet” feeling. Wen
the study is initiated by the school and not by the parent, there may
be sone very good reasons for this, but the parents don't know them
It may be that the problemexists only in relation to school. This
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woul dn't be apt to be true with retarded children, although it m ght
be with higher level retardates who seemto their parents just |ike
other children - who may, in fact, be just like other children unti

they are faced with academic learning tasks. |If it is an achievenent
probl em or a problem of adjustnment to the group, the parent nay have
very little reason to be aware of it. It nmay not be a problemin the
settings in which the parent sees the child. |[If the problemis in the
personality area, as it often is in studies of nornmal ability children
the parent may not be aware of it at all - or, if he is aware of it,

he may assune that that is just the way the child is and there is
nothing to be done about it anyway - he's stubborn, just like his
father, or fearful, just as | always was, or shy, just like his great-
aunt MIlicent used to be. Many tinmes people accept these traits in
children as just being the basic way the child is put together. You
can't fix it anyway, so live with it. Another thing that happens is
that parents, especially parents of retarded children, have |earned

to live with their problenms too well, whatever the problens nay be.
They have become so accustomed to the problem that they don't know any
longer what it is that they are adjusting to. This is true with many
of our nmost difficult children. The parents would not describe a
child' s behavior as being out of line because this is the only beha-
vior they have ever seen him show, and they are so accustoned to it on
a day to day basis that they sinply don't label it a problem That's
just the way he is; they live around him they don't focus on the
problem They focus on nmaking a big circle and avoiding inpact with
the problembehavior. | recall a diary that one of our nmothers wote
about her very difficult six year old when he first started schoo

here several years ago. She described what he had done this particu-
lar week-end and nentioned that he had put a plastic dish on the stove,
turned on the gas, and nelted it; he had spilled a big box of soap
flakes on the kitchen floor because he wanted to hel p wash the fl oor;
he took the varnish off the dining roomtable; he pulled down the
draperies; he broke a lanmp. Then she said this was a typical week-
end. Well, for nost of us with a six year old child in our home, this
woul d not be a typical week-end and we would be sure it wasn't. But

if you have lived with this for six years, this is just the way he is
You get blunted in the acuity with which you can observe, and your
standards of expectation shift to match what actually happens.

General ly when parents thensel ves seek the study they have defined
the problem for thenselves. They may want to be contradicted, if it
is a retardation problem They want you to tell them something
di fferent, but they know. Nearly always, parents of reasonably norma
ability have labelled a retarded child of the trainable |evel as being
retarded before they seek the study. This is less likely to be true
of the educable child unless he also has other devel opnental problens.
If his speech is poor, if his nmotor skills are markedly poor, if he
has behavi or problens, or if he is one of the hyperactive ones,
parents may have known there was sonething wong and may have partly
defined it for thensel ves, but probably not as clearly, because the
closer the child is to nornal, the nore doubt there is in the parents’
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mnd as to what other things night explain hie behavior.

Anot her problemw th sone of the higher ability retardates is
that in many instances, they are very nuch like their parents who may
also be nmldly retarded. Wen this is true, these children may be
very much like other nenbers of the fanily end do not present any pro-
bl ens at hone; they are not defined by their parents as havi ng probl ens,
But they may be problens to education, because they don't fit the kinds
of programs we set up for normal children.

Anot her factor in the parents' awareness of the retarded child as
a problemis how many other problenms they have to be concerned with.
Sone nultiple-problemfanilies have a hard time paying nuch attention
to one child because there nmay be several other children al so present-
ing sone difficulties and many other things in their situation demand-
ing attention. In one of these nmultiple-problemsituations, it isn't
strange that the parent doesn't always focus on what seens to us to be
the major problem because there rmay be ninety-nine other things that
take priority - and rightly so - in the home situation. | think that
we many tinmes expect parents to be awfully noble in paying attention
to what we see as "the" problem when the minute they get honme and
shut the door behind them the whol e place may be expl oding with pro-
blems. How do you find out if the parent is going to be able to
listen and discuss this child with you? There are some clues which
may be hel pful. One good thing to do is to ask a very genera
qguestion and see where the parent takes it. Don't say, "How does
Johnny get along at hone?" Say, maybe, "How do things go at home?"
Keep it deliberately vague. |If the parent says, "Well, Johnny is
really quite a problem W give hima lot of attention because he is
just so difficult. Fromthe nonent he gets up until we finally get
himto bed, we always have to be concerned about what he's up to."
Ckay - this parent is with you. She is thinking about Johnny and she
is ready to think about Johnny. O you mght ask this general ques-
ti on about how things go at hone and the parent might answer sonething
like this: "Well, of course Johnny is pretty difficult, but now
lately I have been concerned about Susan, too. She is just having a
terrible time in third grade (or high school, or whatever), and our
ol der boy seens to have fallen inwith a very bad crowd, and | don't
know - ny husband is working a double job because we are trying to
take care of those old nmedical bills, and it just seens as if | can't
take it." Here you have a picture that is very different fromthe
parent who is willing and able to tal k about Johnny. This second
not her has a host of things that she needs to talk about and rust
talk about; you will only frustrate each other conpletely if you say,
"Well, now let's get back to Johnny,'/ because she can't get back to
Johnny. She has to ventilate and so you say, "Tell ne nore," or
"What's up with Susan?" or "Wat kind of wong conpany is your older
boy m xed up with?" You go where she takes you because this is how
you can |earn about the hierarchy of problems in this famly. O
course, on a different day, this same nother might be able to talk
about Johnny and then you wouldn't |earn about these other things.
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This would be too bad, because really you need to hear about themif

you are going to be maximally useful. You need to know what the con-
text is like, because it isn't just a matter of Johnny and his nother,
or Johnny and his teacher - it's a matter of Johnny within the whole
famly. | really think these general questions can be very useful.

If you find the nother ready to focus on Johnny, ask her another
general question, rather than a specific one. "Tell me how things go
for him day to day." Vague? Yes, it is; you are asking for inforna-

tion. Some parents who are pretty insecure and perhaps a little com
pul sive will say, "Wat do you want to know? What Kkind of thing do
you want me to tell you about?" One good answer to this mght be to
say, "What concerns you nost about hin? What bothers you the nost?"
This nakes it sound a little nmore specific, but you are asking for
both data and feeling. |If the parent very quickly goes into other
famly problens, this may be a clue that these are bigger and nore

i mportant, but there is another possibility too. It may be that the
other problenms aren't so inportant, but the parent doesn't really want
to tal k about Johnny and probably doesn't want to hear that he is
retarded. She may be using these other problems as a kind of snoke
screen to keep you from finding the opening to talk about Johnny. You
have to make a decision as to what the situation really is for this
particul ar parent.

If both parents are present, another thing you want to notice is
the interaction between them A good way to observe this is to avoid
directing your initial opening questions to either parent specifically.
Don't say, "M . Jones, tell nme how things go at home." Look first at
one parent, then at the other, and then at the wall as you ask your
guestion and see what happens. Does the nother |ook at her husband
and say, "You had better talk first,” or does the father |ook at his
wife and say, "You'd better do the talking." Bow do they divide the
responsi bility? Wo seens to have the authority in this tean? |If
they take turns, as they sonetimes will, do they do it politely? O
do they contradict each other? If they disagree, as they often wll,
what's the enotional overtone of their interaction with each other?
More often, in ny experience, it is the father who is not willing to
face up to the retardation and who may be trying to find excuses for
the child' s behavior. Many times you realize as the parents are
reporting to you that these are things about which they have argued a
mllion times before. Sonetimes they will want you to act as judge
and jury and tell themwho is right. Be careful not to fall into this
trap! Oten they will ask you directly to "decide" between their two
di vergent viewpoints. \Wen they do, this nust be handled directly by
you, too. You can say something like this: "I can't possibly nake
that decision - | just don't know enough about the situation. But is
it possible that you see Johnny under different circunstances? 1Is it
possible that there is a mddle ground, but you just haven't found it?"
You try to help them think about the problem rather than go on pl ay-
ing their gane of one-uprmanship.

If only one parent is present - and this is often the case - be
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careful to include the absent one in the conversation anyway. Ask how
the father feels about things, what hie viewpoint is. 1In the |lees
frequent situation when it is the father who brings the child by him
self, it may be quite inportant to find out why the nother didn't cone,

because this is rather atypical. |Is it perhaps the nother who can't
face the problenf

Be fanmiliar with referral information and what other people have
t hought about this child, but reserve your own judgnent. Keep in mnd
that records can get m xed up, inaccuracies creep into typed reports.
Be careful to check birthdates; a year's difference in age can nmake
quite a difference in interpreting test perfornmances, and a typo-
graphical error on a birthdate can happen very easily. |In nmaking use
of other people's viewpoints about a child, keep in nmnd that different
situations create different bases for conparison. A nentally retarded
child in a normal kindergarten group will be described by a teacher
who is accustoned to normal children quite differently than he ni ght
be described by a special class teacher whose franework of conparison
is a retarded group.

Listen to what the child has to say. Mentally retarded children
are generally not the nost accurate reporters when it cones to factua
information - their conprehension is limted, after all. But if you
are looking for feelings, wanting to get sone insight into the
enotional aspects of this child, watching himplay and listening to
the tone as well as the words can teach you a lot. The youngster who
plays with the doll house and dolls gently, lovingly, patiently is
telling you sonething about how he has been treated; the one who
buries the dolls headfirst in the sand box and likes to tear their
arns off is also showing you sone of his feelings although not
necessarily showi ng you where they cone from

Sonetimes you will see a parent who seens too disturbed to talk

with. When this happens, | think the safest thing is not to talk
There are parents who bring a child for diagnostic study when the
parent herself - or hinself - is really severely enotionally dis-

turbed. This is one of the risks of the cards-on-the-table policy.
There isn't a sure-fire answer to this problem except that by the
time you are ready to give information, you have been talking with the
parent |ong enough to pick up any extrenme synptons of enotional dis-
turbance. These usually show thenselves in sonme behavior - often in

| anguage patterns, sonetines in highly nervous, insecure, or frightened
behavi or, sonetines in excessive "weepiness." Sonetines the parent
will tell you that he is under psychiatric care. You nmay want to post-
pone the parent conference and ask for permission to call the parent's
psychiatrist. You nmay want to nake another appointnent for a tine
when both parents can be present. |If the parent who is there insists
on having sone infornmation right then, you can give some, but you can

be careful in pacing it and be alert to howthe parent is reacting to
it.
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Anot her good point is to be generous in appreciating the good
i deas parents have had and put into practice. Many parents have found
solutions for problens with their own children and can pass on these
solutions to you for you to suggest to other parents. |If a parent has
really had a good idea for keeping a child occupied or handling a
di sci pline problem recognize this and appreciate it. Your approva
will be rewarding to the parent.

W have to cone to the area of recognizing failure. You wll not
be successful in every parent conference. You will rarely be a tota
failure, but there will be many times that you will fall short of tota
success, too. There will be times when people will msinterpret what
you say and you will be misquoted. It is true that early interpreta-

tions about retarded children do need to be made with sone caution,
especially at the higher ability levels closer to the normal range,

but this doesn't seemto nme to be an adequate reason for not naking
interpretations. | think we can feel quite secure when we have good
social histories, good medical history information, and good psychol o-
gical evaluations in making sonme predictive statenents about what to
expect fromthe child. O course we can't blueprint the child s whole
future Iife, but we can help prepare parents for what is nost likely
to be the devel oprental pattern. W have seen lots of evidence that
parents who receive early interpretations about a retarded child are
able to resolve their enotional problens nmore successfully and adapt
their expectations to his ability better than parents who don't get.
information until the child is already of school age. O course there
may be sone differences, too, in the kinds of parents who seek pro-
fessional hel p sooner.

| would like to talk a little about the value of witten reports.
Here | am thinking of the report of a psychol ogical evaluation. Per-

sonally, | amvery much convinced that a followup letter to parents,
covering essentially the same information that was given in the con-
ference, is extremely useful. This is comonly not done by psychol o-

gists, and for a very good reason - they don't have time. It is tine
consumi ng, especially when you are relatively inexperienced. A letter
to parents which will be useful, which will be witten in English and
not in "psychol ogese,” which will be factual and informative, can be
read nore than once and can be reviewed at later times. School
psychol ogi sts in general very rarely can take time for such letters;
their service is primarily for the school with benefit to the parent
bei ng sonet hing of a by-product, although an inportant one. In any
kind of private diagnostic study sought by the parents, however, bene-
fit to the parent is very much the point, and the witten letter is
very inmportant. As you know fromlistening to these lectures and
trying to take notes, you can't wite everything down and when you try,
you mss part of what you're listening to. If you just listen, you
know what happens - you forget part of what you heard. \When one parent
brings the child to the study and has a conference, she goes hone and
tries to tell her husband what she heard, and there's a lot she can't
remenber. One thing that concerns me is the w dening gap between
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parents which can result fromthe fact that each of them has received
different information about retardation. Typically, it's the nother
who first nakes the diagnosis and often seeks the professional help.
It's often the nother who goes to MARC neetings and reads the books.
Why? Because it's the mother who has to do nore living with, nore
training of, nore planning for the child. Often the father can't take
time to go for the initial study and conference, and often is unwilling
to think about retardation and is trying to deny the problem So the
parents go in very diverse directions, which | think is very bad for
the marriage, probably bad for the other children, and not good for
the parents as people. A witten report does not solve this problem
but it helps. At least the father can read the letter and find out
what was actually discussed at the conference. People in a conference
situation are very often psychol ogically hard of hearing; they can
hear only what they can tolerate hearing. Wen the witten report
arrives, they can take as nuch time as they need to read it, they can
read it again, they can call up and ask questions about it. Many
parents report that they have read and re-read reports and that this
contributed a lot to their understanding of the child.

Sone people say that witten reports are dangerous because it is
possi ble for words on paper to be misinterpreted. | think this is
nostly rationalization; it seens to ne that the likelihood of the
witten word being misunderstood or misinterpreted is at |east no
greater, and probably | ess, then the likelihood that the spoken word

will be misinterpreted. These critics of the witten report then say,
“In the interview situation, you can ask questions if you don't under-
stand." This is true, but doesn't tell us how many people do ask the

guestions. Mny parents in a conference, perhaps a little uneasy and
unconfortable, nod their heads in agreenent when really they don't
understand, although it is true that their confusion could be cleared
up if they asked the right question at that point.

Teachers' reports inwiting have a simlar value. Teachers are
reporting on progress, change, interest devel opment, social inter-
action patterns, the teacher's viewof the child in the situation
These are things which parents ought to be inforned about. Often
teachers can play an inportant role in suggesting things that could be
wor ked on at home, skills that the child needs to be practicing, which
perhaps the parents haven't thought about - sonething as sinple as
having the child learn to butter bread for hinself, for exanple.

Let's talk a little now about parent education prograns; here we
are thinking about a group orientation rather than the individua
counseling and conferencing. Obviously, we think there is a place for
both. W have two purposes: first, for the parents thenselves to
learn to understand their child better, nanage himbetter, and plan
nore wi sely for hin second, to help parents expand their own nental
hori zons and get a nore adequate picture of the whole field. They
start by thinking about their own child, his ability level, his pro-
bl ems, his place in their hone; they are not thinking about him as
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part of a group. The broader parent education program can give
parents sone nore conplete and neani ngful frameworks in which to view
their own child. If we ask where society is going with retardation
probl ems, one answer is that it is going wherever people decide to
take it. This decision, inturn, is largely determned by information,
understandi ng, wllingness to work on the problem One of the inpor-
tant reasons for group prograns of parent education is to upgrade the
total level of information and conprehension in this area, so that
proj ects which becone society's projects are based on sound thinking
and sound information. Wsat kinds of information should parents have?
What we know about causation, nental growth, nental nmeasurenent,
education, curriculumcontent, and outcomes. Certainly nuch inforna-
tion about behavi or managenent and devel opnent has pertinence. Most
parents of trainable children need to know what have been the outcones
in the past for other trainable children. This does not nean that
outcones in the future will be exactly the sane, because comunity
attitudes change and comunity facilities devel op, and we woul d expect
out cones to change al so, but even so, npbst of us who work with train-
abl e adol escents anticipate that as adults, fewof themw |l be self-
supporting except in very protected and |limted ways. This is not
true for educables, and I think we need to make this clear to parents.
W also need to nmake it clear that these groups of "educable" and
“"trainable" ability level are not as clearly separated as the terns
woul d suggest. There are nany educabl es who are poorly equi pped for
conpetitive enploynent, and there are sone trainables who do better
than we woul d expect. Despite the exceptions, however, this is stil
useful "framework"” information. | think we need to explain our schoo
progranms carefully because so many parents think of school only in
terns of academic learning, and they need to broaden their definition
of school. | think parents need to know about follow up studies.

They need to know nore about the enotional aspects of living; they
need to know that retarded children have feelings which are often nore
sensitive than their ability to discuss them explain them verbalize
about themor interpret them They need to know that children, by and
large, transfer their affections as the situation denmands, so that
many a child whose not her knows could not be happy away from her goes
to the institution and is perfectly happy. It is nore likely that it
is the nother who can't be happy wi thout the child, because she has
becone so overly invested in the child that she can't pull out. There
is nothing to take up the tine that she, for ten or twelve years, has
been investing in the child. Parents need to think about behavi or,
how it devel ops, howit gets structured, and what the rewards are.
When chil dren show behavi or we don't want themto show, we try not to
use puni shnment as our first line of attack. Rather, we try to see
what this is about. Wat is he getting out of it? Were are the
rewards? |If we can figure this out, we have a nuch better idea of how
to steer the child in the direction of behavior which we do want. W
need to hel p parents understand overprotection, the attitudes as well
as the behavior. Many tines parents feel that a child is inadequate
to do things for hinself, so they nake hi minadequate through their
own behavi or which expresses their own feelings. Parents need a |ot
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of help in understanding rigidities, obsessive-conmpulsive traits,

schi zoi d personalities, autistic trends, and the overlap which these

things have with brain injury and retardation. It is useful, too, to
focus sone attention on adult adjustnent and patterns of adapting to

conflicts and problens of |iving.

Even when the parent education programis, on the surface, an
information-giving thing, this is not all that is happening. There
are sone highly inportant by-products. One of these is change in
attitudes. This doesn't happen just because people cone; it happens
because other people come and they get to know each other and there
is some bridging of some of the gaps. People becone nore accepting of
t hensel ves, nore accepting of each other, and nore accepting of the
probl ens whi ch brought them together. Having a nmentally retarded child
really is a threatening experience which does have potentially a
severe inpact on parental self-esteem Sone parents do becone
actually sem -crippled enotionally. This is not to say that other
unfortunate life events night not have produced the sane result for
these particular parents, but surely having a retarded child is one
such life event. Wen you see parents "pulling out" of the enotiona
damage, as many of themdo, with the support that they get from each
other, you do appreciate the values of group experience. There is
sonet hi ng cont agi ous that happens; one parent feels the strength that
anot her parent has built up and nakes a new start at building his own
strengths. Along with group nmeetings there is usually sone sort of
social hour or coffee tinme and this is a tine when a lot of parent to
parent help takes place. Also, along with group organi zations you
usual ly find sone fund raising projects. Many an enotionally mature
father who has worked at a rummmage sale all day Saturday has al so been
active doing group therapy. He'd never call it that, but if he has
come to terns with the retardation problem he has sonething to contri-
bute to other fathers who haven't nade as much progress with their own
pr obl em

A fewnore things cone to mnd about the group education. In
nmaki ng suggestions to parents in a group, you do have to be carefu
because you don't have the data. You can't possibly tell a group of
fifty parents what they should do about their children's behavior,
because you can't know which factors are involved in which cases. You
can tell them general principles and give sone exanples. Parents in a
group will often ask a very specific question and this may be a signa
that they need help, but this isn't the tine or place that nuch rea
help can be offered. This doesn't nean that you ignore the question,
but you may need to find another tinme and place to answer it. Many
times you can nmake general suggestions in a group, however, which are
related to a general principle. For exanple, if a parent begins a

question by saying, "W have to..." "W have to lie dowm with her or
she won't go to sleep.” "W have to sing to her or she won't eat."
Mostly al ways, they don't "have to." For sone conbination of reasons,

they want to, even though they don't interpret it that way. Wen you
get on the track of the reason then you nay be able to help. Another
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thing that you can help parents with is to help them accept children's
enotional outbursts. W have one youngster, for exanple, who is the
ol dest of several children in the family. One thing that has happened
to himat hone is that it is easier to soothe him (and give in to him
than it is to manage him But of course this is not going to solve
his problem Another thing that parents can nake progress with is
learning to accept a child' s needs to express his feelings. |If you
can help parents think in ternms of giving a child opportunity to be
angry without being criticized for it, you can help create better
enotional health in famlies. This is a place to talk about water

pl ay, finger painting, hanmer and nail sets, punching bags - things
that offer vigorous outlets or soothing outlets. Puppets and dramatic
pl ay have possibilities here too. Still another thing that parents
can benefit fromis the idea of hel ping children practice ahead of
time for new experiences - a "wal k through" preparatory practice
session. If the child is going to go to a residential canp for the
first time, it is a good idea for parents to take himto see the place
and perhaps neet sone of the people; it helps for parents to spend
sonme tinme in advance tal king about canp routines - not too specifi-
cally, because they may not have the information - but to give the
child sonme idea of howthe schedule will work, the kinds of activities
he will be engaged in, so that he devel ops sone "feeling" for howit's
going to be at canp. The sane thing holds for preparing children for
ot her kinds of new experiences - going to have their tonsils renoved,
eating in a restaurant, taking a trip by train.

Thi s whol e area of parent counseling and parent education is a
vast one, obviously, and a very essential one. W won't succeed 100%
with all parents, any nore than we do with all children, but we can
surely inprove our nethods and |learn from our experiences. Many of us
inthe field of retardation believe that what we do with parents is as

i nportant, and often even nore inportant, than what we can do for
their children



68

GENETI C ASPECTS OF MENTAL RETARDATI ON

V. Elving Anderson, Ph. D
Assi stant Director

Zool ogy and Dight Institute
Uni versity of M nnesota

Al t hough |'ve known about Sheltering Arnms for a |ong while,
this is ny first visit here and | amglad to becone acquainted with
this very interesting and fanous pl ace.

The Dight Institute is at the University of Mnnesota. It
was named for a doctor in M nneapolis who was fanous for severa
things. The feature about himthat interests nost people is the
fact that he |lived near Mnnehaha Falls in a house on iron stilts,
sonetimes called a tree house. It is thought that he did this
because he was afraid of grass fires. He was the man who was
responsi ble for getting the first m |k pasteurization lawin the
city of Mnneapolis. He was interested also in nan's genetic heri -
tage and, as a result of this, when he died he left a bequest to
the University of Mnnesota if it would set up a center for human
genetics along three lines: teaching, research and counseli ng.

We are carrying out these functions. There are classes in
human genetics at several different |levels - for undergraduates,
for graduates and for those who are in research. In terns of
research we are particularly interested in genetics relatedfrothe
nervous systemand its functions.

Counsel ing neant the application of genetic know edge to
peopl e who need to make deci sions. Sone people conme to us before
marriage with the statenent: "I'min love with ny first cousin.”
VWhat we tell themusually does not alter their decision, but none
the less we do point out that the risk that their children wll
have sone serious problemis sonewhat higher than if they were to
marry soneone else in the population. Ohers come in before
marri age because there is a history of a severe neurol ogical dis-
order, blindness or some other problemin the famly and they want
to knowwhat is the chance that it will be passed on. After
marri age, people come if they have had a child with sonme serious
defect and want to know what is the chance that another child wll
have the sanme problem The services of the Dight Institute are
avail abl e wi t hout charge and should you conme across a problem for
whi ch you want information, we would be glad to help you.

The field of genetics is a very interesting field. You can't
read very nuch these days w thout hearing about DNA, for exanple,
whi ch is now known to be the genetic material. Shel don Reed, who
is the director of the Dight Institute, and | attended a synposi um
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at Qustavus Adol phus Col | ege last week. The topic was "Genetics
and the Future of Man." The first day's talks had to do with the
scientific background - what we know about genetic change and what
we know about changes in the environment that increase the rate of
genetic change. The second day considered the religious, noral
and soci ol ogi cal aspects of the problem

Genetics as a field of study stretches all the way from basic
events at the level of DNA nolecules to the enzymes and structural
proteins that are made by the genes and then to the effects these
have upon the devel opi ng organism and the function of the mature
organism One can then go on to topics, such as racial differ-
ences, which have a genetic basis, but which | ead to probl enms which
are primarily cul tural

VWhat | want to do today is talk with you about some aspects
of genetics, how geneticists would approach problems. Then | will
apply this specifically to what we know about nental retardation
One of the problens that alnost always conmes up when we tal k about
genetics has to do with the relationship between heredity and
environnment. You realize that it's nonsense to ask the questi on,
"Heredity or environnent?" Every trait that we have requires
both. It is true, however, that in sone traits the differences
between individuals are primarily genetic and in other traits the
differences between individuals are primarily environnental in
origin. But to understand the devel opnent of traits we nust take
both into account. To illustrate this specifically with reference
to mental retardation, | have recently witten a chapter which
surveys fifty distinct genetic types of nental retardation. It is
obvi ous then that each of us here has those genes functioning
normally. [If any one of these genes were abnormal, you would not
be here, or if you were here, you would be on the receiving end of
the line. The presence of a normal brain requires the cooperation
of 50 genes (or nore, for there nust be many others we have not
yet identified).

How how does environnment enter into this? The first hand-out
page (Table 1) is taken froman article by Goldfarb, setting up
two possible conceptual nmodels. 1In the first of these we can
envision a child with brain damage. That brain damage coul d be
the result of primarily genetic factors or it could be the result
of traumatic or infectious disease. Such a child, living in a
normal famly, has a reduced capacity for receiving signals, or
integrating them or producing responses. This child then appears
different to the parents. The parents are puzzled by this and
will respond to this child in a way that they would not to other
children. There is thus a feed-back | oop which accentuates the
problem and thus leads to the renaining steps.

The second npdel is a different one. Here Gol df arb envi si ons



70

a child who has an intact physiology but is in a fanmly setting
that is highly abnormal. The child puts out the normal signals
but does not get a nornmal response. The child, therefore,

devel ops an abnornal response, and this it further accentuated by
a feed-back |oop which is very much like that in the first. These
two nodels don't account for all possible situations. The diffi-
culty is that when we are confronted with a problemchild, it is
usual ly quite difficult for us to say whether we are dealing with
nodel A or nodel B. Nevertheless we nust keep both nodels in nind
and realize that the full range of behavior that we observe ina
given child is in sone way the result of interactions between the
genetic potential and the environnent of devel opnent.

Fortunately, a lot of interesting work has been done on

experinmental animals. | visited Jackson Laboratory at Bar Harbor,
Mai ne this sumer. Mich of the work done there has pointed out
the inmportance of early experience. | saw, for exanple, one dog

that had been reared in isolation fromthe tinme of weaning. They
have cages where a dog can be kept very nicely, fed, watered, and
all of its needs taken care of, but never see a human or another
dog. Wen this dog was put into the test arena, the dog did not

| eave the cage. The dog was chained by inhibitions as effectively
as if there were a netal chain around its neck. This |aboratory
is also experinmenting with the way in which different breeds
respond differently to affects of isolation

Generally, then, the genes provide us with a certain reper-
toire of responses. Sone of these responses will never be
expressed unless they are celled forth by the appropriate environ-
nent during a critical period in developnent. [|f the environnental
stress cones too early or too late it is ineffectual. W do not
study, therefore, the inheritance of behavior per se but anore
conpl ex rel ationshi p between genes and experi ence.

Let us nowturn to the Table 2 listing sone genetic vari a-
tions affecting the blood. The blood is an inportant tissue in
the human body, and it is easily accessible. As scientists have
| ooked at the different conponents of blood, they have found that
everyone of these has sone genetic variation. For exanple,
starting at the top, we can look at the red blood cells. Heno-
globin is a conplex nolecule, nade up of an iron containing portion
whi ch gives the red color to the henogl obin and then a protein
part. There are a nunber of different types of henoglobin. Heno-
globin A is normal adult henoglobin. Henpbglobin S is sickle cel
henogl obin, a type which has a fair frequency anpbng certain
Medi t erranean people and anong those in northern Africa. Wen
this gene is present in double dope, the person has a severe
anem a and sel dom reaches the age of reproduction. A single dose
of this gene, however, nmkes the person fairly resistant to
Mal aria. One dose of the gene is an advantage in a nmalarial region,



but two doses is a disadvantage under any circunstances. These
two henogl obins (A and S) differ from each other only because at
one point in the nolecule there is one anino acid instead of a
different one. This different amno acid in henoglobin S gives a
different electrical charge to that part of the nolecule, so that
under conditions of reduced oxygen tension the nolecule folds on
itself. This folding of the nolecule makes the whole cell fold,
so it assunes a sickle shape. The liver and spl een recognize this
strange cell as sonmething that shouldn't be there and take it out
of circulation and destroy it, thus giving rise to an anem a. As
the scientists have gone on they have nanmed henogl obi n types by
letters of the al phabet. They have already used up all of the
letters of the al phabet and nore variations ere being discovered.
Here, then, is one way in which bloods differ

If we look at the red cells again, there are some enzyne
di fferences. About twenty years ago in Japan an eye, ear, nose
and throat specialist was using hydrogen peroxi de on the nasal
sinuses of a patient. Usually a frothing is produced. 1In this
case, however, there was no such frothing and the nasal nenbrane
turned a dark color. The doctor was sharp enough to realize this
person m ght be different. He knew that the hydrogen peroxide
i ssues were broken down by an enzyme in the blood called catal ase.
So he did a deternination and found that this person had no
catalase in the blood. (This is what the word Acat al asem a
nmeans.) It had been assumed that this enzynme was essential for
life, but here was a person living in quite good health. It turns
out however, that about half of the people with this genetic trait
have ul cerations of the lining of the nouth or the nasal passages.
The other half appear to be essentially normal. So here is an
enzyne which is nornmally present, but if the gene* to nake it are
not there, the enzyne is m ssing.

The second enzyne deficiency listed (with a very long title)
makes peopl e abnormally responsive to certain drugs. Certain of
the anti-malarial drugs will cause a break down of the red bl ood
cells and thus jaundice. It is interesting that drugs do not have
the same affect upon all of us because we have different enzymes.

The next point is already well known to you, | think. There
are antigens on the red cells which are responsible for blood type
differences. It is possible, therefore, to type red cells for

many different factors.

. As we continue you will notice there are sone differences in
white blood cells. They may have different kinds of shapes which
are genetically determined. It is possible to type for white cel
type, not just red cell. There are sone people who have a genetic
di sease leading to an absence of certain kinds of white cells. So
we begin to realise that if we have a nornmal white cell count,
it's normal because there is a genetic mechani se for keeping it

71
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normal . If there is a nutation for certain genes, we wll either
have too many or too few of certain types of white blood cells.

Let us go to the fluid part of the blood, the plasna. In
Table 2 sone of the conponents are |listed. You notice two
colums. There is a colum indicating rare absence. Sone people
have al nost no al bunin, while others have no ganmma globulin. The
anti bodi es agai nst disease are carried in the ganma gl obulin
fraction, and therefore these children (nostly boys) will be quite
susceptible to diseases. There are sone who have no fi brinogen,
necessary for clotting. There are at |east eight different
clotting factors. W used to think that all clotting disorders
were henophilia, but this is not true. A nunber of factors are
necessary for the blood to clot normally. The veryleastitemin
this colum is interesting because the person who has a deficiency
of pseudocholinesterase is abnormally susceptible to sone drugs
used as nuscle relaxants. |f one of these drugs is used as an
anesthetic the person will stop breathing, and artificial respira-
tion will have to be naintained for a long period of time until
finally the drug is broken up by the body.

The last columm points out that we have comon differences
fromone person to the other. Al nost all of us have haptogl obin
but we differ in our haptoglobin type (or in our transferring
type or Gntype or Ag type). These points nay seema |ong way
fromnental retardation, but | wished to indicate some of the ways
in which genes make us different.

Tabl e 3 points out somrething about the ways in which genes are
transmtted fromone generation to the next. | have picked out
for purposes of illustration the X-linked recessive traits. This
woul d be the pattern for classic henophilia and you may know sone-
thing of howit is passed on. This type of inheritance has
certain rules which can be determ ned by looking at the fanmly
carefully. Genetic transmission is not vague. Different patterns
of inheritance have precise rules. You will notice that the first
pedi gree drawi ng shows what appears to be an oblique transni ssion
(One reads a pedigree by renenbering that men are squares.) The
trait is passed through carrier wonen to one-half of their sons.
The bottom pedi gree shows howit is possible bo have an affected
female if her father is affected and her nother is a carrier

| ow does this apply to us as we take a famly history. There
is sonetines a tenptation to |look upon a famly history strictly
froman environnental point of view- the famly setting, the
cultural forces leading to a given problemin a child. You should
realize that sonetines a better interpretation will be a genetic
one or some conbination of genetic and environnental.

There are rules for deciding which interpretation is better
ina given case. A nman in the dental school has been tracing a
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l[ittle bunmp on the inside of the jaw, and has exam ned over 500
people. This trait appears in about 8.51 of wonmen and about 5%of
men, an obvious sex bias. It is transnmitted directly front parent
to child and thus would be a dominant trait in the genetic sense.
W wondered whether this could be an X-linked domi nant. |If there
were an affected father, he has only one X chronpsome and the gene
woul d have to be on that one. Anong his children, all of hit
daughters get that X chronosone in order to be daughters. So if
it were an X linked dominant trait, starting with an affected
father, all of the daughters should be affected and none of the
sons. The data clearly showed that it cannot be an X-1inked

domi nant trait.

Table 4 lists some suggestions for planning a genetic study

for reading a report. It doesn't nmake sense to study the genetics
of sonething unl ess we have a way of defining it, of diagnosing it.
That di agnosis should not include the famly history. It's possible

to study the genetics of senme trait if you have used the famly
history to make the diagnosis. W call the index cases (the
affected persons that we study) the probands and these have to be
identified clearly. There are sonme problens with bias which have
to be taken into account. In sonme cases we need to have a contro
group, but in all instances we nust study relatives. It is

i mpossible to study the genetics of single individuals. Finally
there are certain guides for the analysis of the data we have
obt ai ned.

Now the last feature that |'ve not tal ked about has to do
with chronmosones. | wonder how many of you have seen pictures of
human chronbpsonmes. Human chronosones were first clearly identified
and phot ographed in the year 1956. It was in 1959 that we first
| earned that Mongolismresulted froman extra chronosone. Here is
a picture of chronosomes froma nongoloid child. |If you count,
you woul d find that there are 47 chronosones instead of 46.

Very briefly, howdo we get a picture like that. A sanple of
blood is taken in the normal way. This is permitted to settle or
is put into a centrifuge. The bottomhalf of the tube is nmade of
red cells, there is a thin layer of white cells, and then the top

half is clear plasns. It is the white cells that are taken, for
these cells have nuclei. When that little layer is put onto a
culture nediumin an incubator the cells will divide. After three

days, a drug is put in to stop division. These cells zip through
cell division quite fast, but if we can stop them hal fway through,
then the chromobsones are just right to look at. A photograph is
taken and the individual chromosones cut out. The chronosones
vary in length, and they are nunbered in order fromthe |ongest to

the shortest. They also vary as to the position of the attachnent
regi on.

In most cases of nongolismthe chances for the next childto



4

have the sanme problemis about 3 per cent. 1In a few cases the
nongolismis of a translocation variety, and then the risk for the
next live born child to be nongoloid is 33% That's quite a

di fference, between 1 in 30 and 1 in 3. | have here a picture of
chronosones from the grandnother of such a nongoloid child and you
can see circled in red here the double chrombsonme. You can see
that there are two of the little attachnent regions. Two chrono-
sones were connected end to end. This picture enphasizes the fact
that chronosones can be seen, that they can be identified, and
that this information is useful

There are several other syndromes invol ving chronmsomnal
anomalies. On in the 13-15 group and the other involves chrono-
some 18. If there ere three nunber 18 chronpsones, the child is
severely mal forned, is severely retarded and sel dom survives nore
than one year of age. There can also be differences in the nunber
of X chrompbsonmes or Y chronmosomes correlated with problenms in the
function in the nervous system

O her types of mental retardation arise fromdisorders in
ami no acid netabolism The classic one is PKU. In this case,
the body does not have an enzyme which is needed to handl e the
am no acid phenyl al ani ne. The mechani sm can be conpared to a

river running downstream |If a damis put into this river, two
things will happen. There will be too rmuch water above the dam
and too little water belowthe dam In PKU there is too nuch

phenyl al ani ne that accumul ates in the blood stream and apparently
this is a major reason for the damage on the nervous system The
answer to the problemis to slow down the river upstream by
providing the child with a diet which has very little al ani ne.

| amcurrently involved in a research project in ketonuris
whi ch may have some inplications for what you are doing. This
di sorder has two effects upon the nervous system One of these
is to clobber developnent. |It's not clear exactly how this is
done, but the brain is seriously disturbed and irreversibly so.
If the child is not put on the diet until after one year of age,
the 1Qis very low But there is a second kind of effect which
could be called toxic or pharmacol ogical. There is sonetines a
child on the diet who will manage to steal food. The nother has
the inpression very often that the child after eating the cookie
or drinking the m |k becones nore hard to nanage. For the npst
part, this is a general inpression. W have recently tried to
test this nore objectively by having children in the hospital and
altering the diet while under supervision and careful psychol ogi -
cal examination. Wthin three days after diet change the child is
noticeably different. One of the tests is a self-w nding cal endar
wist watch altered so that the novenment of the child' s hands
directly noves the dials. This then provides an objective nmeasure-
ment of activity. For several children the activity |evel doubled
when put on the extra diet. W are now | ooking for other
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obj ective measurenents of change in behavi or

There al so are di sturbances in carbohydrate metabolism
di sturbances in fat (or lipid) nmetabolism and some other types of
retardation in which we don't yet know the biochenmistry, but by
studying the famly pattern, we can be sure that genes are invol ved.
These, for the nost part involve severe retardati on and such can be
descri bed as due to a single gene.

It beconmes somewhat nore difficult when we look at the mld
retardation cases and try to understand the interaction of genes
and environment. W mght make a parallel with differences in
body weight. Wuld you accept the idea that body weight is the
result of an interaction between genes and environment? There is
a strong genetic factor for height, and height enters partly into
wei ght. But you know al so that weight can be nodified by nmeans of
diet, so here is the interaction between these two. |t seens
extrenely likely that in a simlar sort of way genes and environ-
ment mnust interact in bringing about the full range of distribu-
tion on an 1Q scale.

The genes do not specify an 1Q for a person, but set up a
probability distribution. Wth an average kind of education, ny

actual 1Qis nost likely to be inthe mddle of this curve. [If |
have very good training, then I'Il neasure higher, but that's |ess
likely. And if |I have a poor training, | neasure |lower, but that's

also less likely. The actual neasured | Q depends upon the effect
of experience and training.

Now et ne refer to a study at the Eight Institute which is
now i n publication. It is based upon a study of about 300 famlies
of nmentally retarded persons who were in the Faribault State Hospi -
tal about the year 1915. Careful famly histories were done at
that time and they have now been followed up. The strategy was to
start with the person who was retarded in the hospital, go back to
the grandparents and trace all descendants. |In these 300 famlies
we have infornation on about 80,000 relatives. There are two
maj or findings. The first of these has to do with the fear that
we are becom ng nore stupid each generation. You know that in a
school setting the children with lower |1Q scores conme on the
average fromlarger famlies. This gives us the inpression, there-
fore, that the genes for lew intelligence are being accumul ated at
a nore rapid rate than the genes for higher intelligence. It now
turns out that this is a sinple error in the collection of data.

We have | Q scores of parents at the time they were in school,
so that the scores for parents and children are at simlar ages.
The parents of lowlQdid have nore children than the parents wth
high 1Q scores, but sonething has been onmitted by this because an
error is introduced by limting the analysis to parents. In other
words, the brothers and sisters of the parents who did not reproduce



were onitted. Wien they are put back into the analysis, we find
that there is no bias. As a natter of fact, the individuals in
the parent generation with I1Qs of 130 or over have slightly nore
children than those with Qs of 70 or below. So this fear of a
continuing fall in 1Q turns out to be unfounded.

The second point has to do with the transm ssion of retarda-
tion fromparents to children. \hen both parents were retarded,
40 per cent of their children were also retarded and only one
percent had an | Qof over 110. In other words, this is a markedly
skewed curve. Parents like this are not likely to come into the
Dight Institute for counseling, but they are well known to the
social service agencies for a variety of reasons. This leadsto
a question for which I have no answer. What responsibility do we

have to offer genetic information to these parents? | am not here
maki ng the distinction as to whether the retardation is primrily
genetic or primarily cultural. | am sinply saying that if one is

topredict the results we know that those parents have a higher
portion of retarded children. There should be sonme way that we
could find within the limts of a denocratic system (respecting
i ndi vidual rights) of helping these people not to have as many

chi I dren.

We can also look at the data another way. O the retarded
children, 40% had one or both parents retarded. The point is that
there is a transmi ssion of genes and culture in such a way that
retarded parents beget retarded children with a high proportion.
One other point that |I haven't stressed here has to do with the 1%
of the children where both parents have 1@ s below 70 and the
child has an | Qof 110. That's rather tragic toe, isn't it? W
have at present no |legal procedure of doing anything for the child.
After all, if they have a house and if they have food we cannot
intervene, but this certainly is not an adequate setting for the
devel opment of the abilities that child has.

Perhaps | should stop here. | would be glad to answer any
questions. | have tried to tell you sonething of what we know
about genetics, the tools that are at our disposal, with a brief
application of this to cental retardation

Answer to Dr. Blodgett on PKU

If PKUis in the population at the rate of 1 in 10,000, then
we know t hat one out of 50 people is a carrier. So if you have
fifty people, chances are that one of themhas a single dose of
the gene. Now the child with the di sease who has been treated and
grows to maturity has both genes affected. |f he marries, there
is one chance in one hundred for a given child to have phenyl ke-
tonuria. Nowin terms of the fanmily itself that's a fairly |ow
ri sk, bat every child will at least be a carrier. Here we have a
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conflict - fromthe point of viewof that individual person who
wi shes to have a child, the risk of having an affected child is
low. But thiswill, ina slowway, increase the frequency of the
genes in the popul ation

| have indicated to you already that in genetics we trace the
pat hway from genes to traits. In the devel opment of an organi sm
we need three factors: raw materials, energy, and information
This is like any building. W need raw materials, (stone, netal
and so on), energy (nen and machines), and information in blue
prints. The information in the organismcones fromthe genetic
material. Now how can genes provide information of this kind?
Renenber | nmentioned for henoglobin S that there was a difference
in one amno acid. Apparently what the genet do is to specify a
sequence of amino acids for a given protein. Sonme enzynmes, for
exanpl e, are made out of 200 amino acids in « chain. How many
am no acids are there? There are twenty that the body uses, so
if you can inmagine a chain two hundred beads long with twenty
different colors of beads then you have an idea of how that enzyne
can be made. All we need nowis a strand of DNA which gives the
instructions to put the beads in proper sequence. It turns out
that when this is done the chainwill all by itself fold up into
its proper shape to bring about its effect.

How does the genetic material tell what am no acid goes
there? The DNA nolecule is like a spiral staircase - it has two
rungs and it has steps. As you approach this staircase, you
notice that on each step, there is one letter en one side and
another letter on the other side. As you walk up the right hand
Bi de you see there is the letter C, then A, and then T. The next
step is T, then A and then G It turns out that the genetic code
is inwrds of three letters each. CAT stands for one am no acid
and TAG for another. How, what woul d happen if by m stake the
first step were changed fromC to T? It would now read TAT and
that would be a different anino acid. So that one of the sinplest
nmechani snms for nutation is a change fromone base to another. |If
you change just one letter out of the three letter code, then there
is a different amno acid. It cay well be that this amno acid is
i mportant for the way the enzyne folds. |If it folds the wrong way
it can't do its job.

Sone ot her kinds of nutations are nuch bigger than this.
Radi ati on can knock out a piece of DNA. O it may be that the
whol e chronosone is broken and then becones lost in cell division
This kind of imtation is probably so severe that the enbryo will
not survive. |It's sonewhat self correcting in this way, since the
greater the nutation, the less likely that the organismwil |
survi ve.
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Tabl e 1'

CONCEPTUAL MODELS I N CHI LDHOOD SCHI ZOPHRENI A

Col dfarb (1961), Am J. Othopsychiat. 31:738-747

A. Child with definite brain danmage living in a relatively nornal
famly. '
1. The intrinsically deviant child on

the basis of sonatic inadequacy

Di m ni shed capacity for receiving
and/or integrating incomng signals
and executing the .appropriately | npact of child's

adaptive response to these cues ///;7b6haviora| aberration .

: on parents
An ego deficient or deviant child

wi th behavioral aberrations Response of parent'(hypoﬂ
: stimulation or hypersti -

Def ect in personal identity and mul ati on) enhanci ng

in awareness of differentiated behavi oral aberration of
self in action . child :
Confusion, feelings of unfamliarity

Prinordial panic: hypersensitivity

Def enses: especially selective or total withdrawal,

- synbi osis, seeking for saneness

B. Child with intact physiological equipnment but living in a highly
aberrant famly. .

1.

The devi ant psychosocial environnment of the faﬁily, especially -
situational and communicative confusion and fornl essness
(parental perplexity)

Absence of an organi zing environnent with nonreinforcenment of
desirable ego traits, or reinforcenent of bizarre '

An ego deficient or deviant child with behavi oral -aberrations

(Rermi ni ng steps sane as above)
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SOVE CGENETI C VARI ATI ONS AFFECTI NG THE BLOOD
Red bl ood cells
1) Henoglobin types (A, S, C, D, E G H I, J, K L K N 0 P Q)
Quantitative differences (thalassemn a)
2) Enzyne deficiencies

Acat al asem a

d ucose- 6- phosphat e dehydr ogenase defi ci ency

3) Red cell antigens (ABO M\S, Rh, P. Lutheran, Kell, Levie,
Duf fy, Kidd)

Wi te blood cells
1) Variations in shape of nuclei
2) Leucocyte antigens

3) Agranul ocytosis (absence of certain types of white blood cells)

Pl asma
Conponent Rare absence Conmon vari ati on
Al bum n Anal bum nem a
(Doubl e
d obul i ns
Al pha Ahapt ogl obi neni a Hapt ogl obi n types
(henogl obi n bi ndi ng) QG oup specific conponent
Bet a Transferrin types
(iron binding)
Gamma Aganmagl obul i nem a Gn types
Fi bri nogen Afi brinogi nem a
Cotting factors 8 different deficiencies
Beta-|i poprotein Acant hocyt osi s Ag types
Cerul opl asm n W/l son's disease

( Copper bi ndi ng)

Enzymes Al kal i ne phosphat ase defi ci ency
Pseudochol i nest erase defi ci ency
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Table 3

CHARACTERI STI CS OF A RARE X- LI NKED RECESSI VE TRAI T

Adapted fromMKusick (1962. Quart. Rev. Biol. 37: 69) and from
" Morton (1962. I n Methodol ogy in Human Genetics edited by
W J. Burdette)

1) The trait appears; to betransmtted
obliquely (rather than directly)
fromone generation to the next.

2) An affected mal e usually has normal
© parents, but-the nother stay have
affected nale rel atives.

3)' Carrier wonen are normal, but 1/2 of
their sons are affected and 1/ 2 of
their daughters are carriers.

'4) Except for a new nutation, every

affected mal e has a carrier nother. D-I—Q

5) Affected males do not transmit the

trait to children of either sex, but ﬁb ®
al | _

daughters are carriers.

6) Affected fenal es will be:

a) An XO daughter of a carrier
mot her, or

b) An XX daughter of a carrier
mot her and affected father .
(a mating nmade nore |ikely
by consanguinity).

7) In the popul ation, the percentage
of females affected is the square
of the percentage of affected nal es.




The

2)
3)
The

1)

The

1)

3)

Table 4 81
SOVE SUGEESTI ONS FOR GENETI C STUDI ES

di sease

A clear definition of the disease, linited enough to reduce

het er ogenei ty.

Vel | standardized diagnostic technique with mninal observer error.
Data on frequency of the disease by sex and by age at first diagnosis.

A list of variables known or suspected to be associated with the
di sease.

pr obands

A sinple representative of the diseased population. Check possible
sources of bias:

a) Selective policies of hospital or clinic.
b) Chronicity. Select cases on basis of first adm ssion.
c) Competing risks. Record presenting compl aint.
d) Family history. Mte nunber of times each famly is
i ndependent |y ascertai ned
e) Exclusions. Report nunber of potential probands excluded and
reasons for exclusion.
A sanple large enough to permt valid conclusions. |In general a
larger sanple is required for acre conmon di seases.
Routine record of consanguinity and tw nning.

control group (Not required for rare disease wth sinple inheritance)

Mat ched for significant variables associated with the disease.
A sanpl e representative of:

a) The general popul ation, or

b) The popul ation of these not affected with the disease.

rel ati ves

For common di seases stress the parents, sibs, and children
Check both positive and negative reports - by direct examination or
record search.
Report data separately by:
a) Degree of relationship
b) Sex
c) Age at report (or at first diagnosis for affected relatives)

anal ysi s

Sort sibships by mating type (e.g. both parents affected).
Adapt analysis to method of ascertainnent.
Use genetic concepts (penetrance, sporadic case, etc.) appropriately.
Avoi d decisions as to node of inheritance unless good data and good
know edge of genetic theory are avail able.

a) Single gene or polygenic

b) Sex-linked or autosonal

c) Dominant, recessive, or intermediate

V. ElvingAnderson, Ph.D. ht lnstitut
B'r%versit‘?’/'oﬁJ Minnesota
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CURRENT PUBLI C HEALTH VI EWPO NTS AND PRACTI CES

Dr. A B. Rosenfield

Chi ef

Section of Maternal end Child Health
M nnesota Department of Health

| amsaid to have a very decided interest in nental retardation
because | have been concerned with a couple of mental retardation
projects and therefore it would appear fromwhat people say that |

spend nmost of nmy time on them However, | should point out that
among the prograns in the division of special services, sone of the
programs | have are entirely unrelated. |In the section of materna

and child health, which is one of chief interest to me, are included
nutrition, the four county project for retarded children, accident
"prevention, poison information center, human genetics, and a section
of mental health, health education and for good measure, the public
health library also belongs to me. How it got in ny departnment,

don't know, but it has one advantage, in that | always see all the
new magazi nes and books first.

Before | get into the subject of public health viewpoints and
practices, | think | should define a fewterms in public health so
that you wi Il understand our particular approach. Health is
defined by the Wrld Health Organization as a state of conplete
physical, mental and social well being, not merely absence of
disease or infirmty. Public health is the art and science of
preventing disease, prolonging life and pronoting physical and
mental efficiency through organized community effort. The inportant
phrase there is "organized conmunity effort.”" Public health is
concerned with environmental factors and the control of conmunicable
di seases which are part of preventative nedicine, as well as
physi ci ans, dentists, nurses, hospitals, nutrition, safety, housing,
recreation, education, genetics, radiation, social econonic factors
and a host of others. Public health involves problens that are
preventabl e that concern a large nunber of people that cannot be
met individually and that are amenable to organized comunity effort.
Public health might be said to be the whol esal e approach. W are
concerned with the entire population, not with any special social or
econonmic limitations, in contrast to medical care which may be called
the retail part of the business in that it provides direct service
to the consuner. Public health attenpts to prove the truth about the
statenent that an ounce of prevention is worth a pound of cure. It
m ght be differentiated fromcurative nedicine in that we are trying
to lock the barn door before the horse is stolen, or the garage door
if you want to nodernize it, rather than afterwards. | might give
you a practical exanple of the difference between the approach in
public health and the clinical approach from the alcoholism program
This programwas set up by law, Governor Anderson was the author of
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the bill when he was in the senate. There is an advisory board of

ni ne menbers, nost of whom are AA nenbers. There is no doubt that
Al cohol i cs Anonynous has done the best job insofar as rehabilitation
is concerned, and physicians have probably done the poorest job. At
our neetings every once in a while, one of the board nmenbers says,
"You renmenber Joe Doaks who has been dry for five years? Well, |ast
week he fell off the wagon," and then | hear a lurid account of what
happened to him and how he landed in the gutter end had to be picked
up. This is fine. | can be synpathetic to this poor fellow who has

a probl em and needs care, but | have no direct interest in himwhat-
soever fromthe standpoint of public health, | couldn't cere |ess.

He is just one individual. W are concerned in public health with
the community problem The treatnent of the one individual requires
a nmedical and social problem W in public health ere concerned
with prevention and education. Teachers, by |law, are supposed to
have training in problens of alcoholismas well as tobacco and
narcotics, but AS far as | know, no training institution in M nnesota
provides themw th this education. There is no sense in asking for

another law to require it,when what we need to do is to enforce the
law that we have. W are concerned with seeing that teachers have
the proper kind of training and education, so they w Il understand
what the problemis and what the affects are and be able to transmt
this information to the students with whom they are directly con-
cerned. They are not going to change ol der peopl e's phil osophy
anynore than people are going to stop snoking. (I have! I'm
righteous nowl) It's the youth that we are going to have to educate
as to the affects of these things and why peopl e nake the deci sion
of whether to drink or not and should make it not on the basis of
enotional approach, but on the basis of fact. W don't pay any
attention to this particular chap who has a personal problem and
needs to have sonething done. The AA's can take care of this
situation. W are concerned with the educati onal program of preven-
tion. This isn't easy to sell, because it is a long term approach

and everyone wants to do sonething right now for the people in front
of us.

Now I shall limt nyself to discussion of prevention of mental
retardation and only one phase of prevention. There are three
appr oaches, biol ogical, psychol ogical and socio-cultural. | shal

speak only of the bio-medical preventive measures, under a variety
of headings. M first one is research. Everyone adnits that it is
i nportant, expensive, necessary and a long term approach. Everybody
will admit that we are not going to reduce the problemuntil we can
find the cause and renove it, because we are never going to be able
to provide enough beds to take care of all the youngsters who are

already here, and this nunber will increase every year. Furthernore,
| think it nust be clearly understood that nental retardation is not
a single, specific condition. 1t is avariety of conditions. There

are sone 200 causes that have been identified and yet the physician
is unable to nake a specific diagnosis in nost cases because these
200 causes represent only from 15 to 257. of the cases. There is
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only a small handful that is actually understood well enough for a
meani ngful di agnosis. A few of these are PKU and gal act osem a about
which we know little, because they are inborn errors of metabolism
and nongolism and cretinism So, while everybody tal ks about the

i mportance of research and what has to be done, nobody has tine to
wait for it because they ask, "What are you going to do for this
child in front of ne right now?" There is an advisory board on

handi capped, gifted and exceptional children of which Dr. Bl odgett

is chairman. A few years ago when Dr. Maynard Reynol ds was the

chai rman, he told nme that he was enbarrassed to see ne attend
nmeetings regul arly because they never talked about health, although
the commttee is set up to be advisory to the Departnment of Health,
Education and Wlfare. He said we ought to set up a programto

tal k about health at least at one nmeeting. | told himit wasn't
necessary because | was going to conme anyway, because sone day one
of the nenmbers would forget hinself and mention the word heal th and

| was going to be there when it happened! So far | amwaiting.
Actually they do tal k about health, but it isn't the urgent concern
because you can't do anything medically, but these children do need
education and rehabilitation and this is what they are tal king about.

The next preventative neasure has to do specifically with
wonen and maternal infections because maternal infections do cause
a variety of congenital malformations, including mental retardation.
The one about which we know the nost is German Measl es, or Rubella,
whi ch has received a lot of attention since 1941 when an opt hal -
nol ogi st of all people in Australia discovered that he was seeing
a lot of babies with congenital cataracts, congenital deafness, and
heart conditions. They had central nervous system defects as well
as nental retardation. |In talking with the mothers, he discovered
that nost of them said that they had been exposed to Gernman Measl es
the year before when there had been a very severe epidemc in
Australia. His paper said that 907. of these nothers who were
exposed to German Measles early in pregnancy ended up with a baby
with either cataracts, deafness, cardiac conditions, central nervous
system di sease or nental retardation. As a result of his work,
Australia actually passed a law permtting |legal therapeutic
abortions if the nother had been exposed to German Measles early in
pregnancy. This was a retrospective study in that we have the end
result here and have to find the cause. Since people in genera
and nothers in particular are very anxious to find a cause for sone-
thing like a birth resulting in an anomaly, they remenber a |ot of
things that they can blame it on. So while many of these wonmen
claimed they had been exposed, and they probably had been, few
actual diagnoses had been nade. Sone of these were women who had
not been seen at the time they had the rash, but they had a rash
and it |ooked |ike what the neighbor had and the nei ghbor supposedly
had Gernman Measl es, so they decided they had German Measl es. Studies
done since then fromthe prospective point of view, starting with
the woman when she first becones pregnant and foll ow ng her through
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the pregnancy and after the birth of the child, had not given US
this high a figure. |t has been found that if the nother has been
exposed within the first six weeks of pregnancy, the baby is likely
to develop cataracts as an anonaly; if the German Measl es occur at
ni ne weeks of pregnancy, the handicap will probably be deafness;
fromfive to ten weeks there is a cardiac condition and a variety of
central nervous system anonalies such as hydrocephal us, mcroce-
phal us, and nental deficiency. The risk for the nother during the
first trinester (the first three nonths of pregnancy) is thought to
be 10 to 207. which is three to four tines higher than the nornal
risk. Normally the risk of an anomaly is about 5% However, if

the exposure to Gernman Measl es occurs in the first four weeks it's
chances of an anomaly increase to about 50% |If the exposure is in
the second four weeks it's likely to be 25%of the babies who are
affected, and in the third four weeks it is likely to be 16% At
the Heart Hospital they think the figure is much higher. |

happened to have lunch with a couple of pediatricians fromthe

Heart Hospital |ast week and they think on the basis of the babies

t hey see, adm ttingthat t hey haveaspeci al group, that t he

figure runs from 50 to 90%and they are in favor of sterilization

or therapeutic abortion because of the risk. Even if the figure is
507., 507. of these babies will be normal and so there is a serious
deci sion to nake as to whether to destroy a baby because he has a
50% chance of having a defect, while at the sane tine you are
destroying the other half who are perfectly normal. However, sone
effort is going to be nade to change the law to pernit therapeutic
abortion under certain conditions and to let the fanily deci de what
course they are going to follow There isn't any specific treatnent
for German Measl es except gamma gl obulin which is available fromthe
Red Cross and has to be used in large quantities (20 mm ) (which
consists of tenvials), whereas a dose for a baby is 2 nm or one
vial. So you give this large dose and say that it probably won't do
any good, but there isn't anything else to use. Sonme years ago when
we had a lot on hand, we did give it for pregnancy. As soon as our
supply was limted, we stopped giving it and were faced with the
problemof telling the doctor that if we give this to his obstetric
patient we will not have any for a baby who is exposed, who is ill
and who may devel op severe conplications. W knowthat 2 mnm in a
baby will effectively either prevent German Measles or nmodify it and
prevent the conplications. W have to give the pregnant wonen 10
vials for sonething that probably won't do any good. There have been
sone reports of value for the pregnant woman if the particul ar

speci nen of gamma globulin has a lot of anti-bodies, which neans it
nust have been taken from sonebody who was actually conval escent,
but the Red Cross gamma globulin is not of that type. The general
opinion is that it does very little good. Even though there are
conflicting opinions and consi derabl e doubt as to whether the gama
globulin will do any good, it is the only thing available and if it
were nmy wife or ny daughter | would want her to have it, even know
ing full well that it probably wouldn't do any good. | would at
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|east feel | had used every nethod possible to prevent danmmge.

O di nary nmeasl es do not have the affect that Gernman Measl es have.
Most adults ere actually inmune, so there is little danger of the
risk. Furthernore, there is now a vaccine avail able for neasles
and babi es by the age of nine nonths should be given it as a
routi ne prophylactic neasure

It is said that influenza causes an increase in anomalies, but
I haven't seen any evidence of this. To play it safe, we advise
that wonen, if they are pregnant, take a shot of flu vaccine. There
are a variety of viruses and there are a lot of so called echo type
viruses. | want to nention this one because the study that results
in a negative finding may be just as useful as a positive one. In
1958, in the Twin Cities, we had an epidemc of virus infection due
to echo virus type 9. There are about thirty types. W had
200, 000 cases in the state and 20,000 cases in the Twin Cities. W
thought this would give us an opportunity to study wonen who had
been exposed to this particular type of virus and to see what
happened to their babies. So we spent three nonth and we studied

10,000 live births in Mnneapolis and St.Paul. W had nurses
visiting all of the hospitals the day after the nother delivered.
They got a history of any infection the nother had, with specia
reference to echo 9 virus infection. They got a sanple of the cord
bl ood of the baby at birth and put it in the deep freeze for studies
of antibodies and then, because we only find half of the malforma-
tions at birth, we did a followup at nine to twelve nonths by

tel ephone. That was quite an experience. W had to first figure out
how long it was going to take to call wonen and talk to them and ask
them how their baby is. W finally arrived at the five m nute figure,
with variation, ranging fromthree mnutes to forty-five m nutes.

Qur nurses called up 10,000 wormen to ask themhow their babies were.
Most of these wonen thought it was very nice of the Health Departnent
to be so interested as to call up. There was another problem

invol ved here. W had to elimnate all of the babies who had died

in the nmeantinme, because it would have been very enbarrassing to

call up a mother and ask about the baby and then find that the baby
had died. W were quite successful. W only had one or two that we
mssed. As a result of this work and some six to seven thousand
dollars, we found that there was absolutely no change in the nunber
of malfornmations or nental retardation in babies born to nothers

who were exposed to this type of virus. It is just as inportant to
know this negative fact, so if a mother is exposed to echo type 9
virus, she can be told quite specifically that there is no evidence
of any danger what soever.

In addition to viruses, there is a protozoan infection called
toxopl asnosis. | hate to mention sone of these things because the
nunber of cases is so snall that it seens silly. Actually, we have
a record of 43 cases of congenital toxoplasnosis, but | nunber of
these children are in institutions for nental retardation. This is
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caused by ear excreta or direct contact with gome aninmals or birds
i ncluding dogs, cats, rodents, swi ne, sheep, cattle and chickens.
The particul ar val ue of the diagnosis, however, is the fact that
for sone reason there is no danger of subsequent infection in sub-
sequent pregnancies. W don't knowwhy - we don't know what the
transm ssion is, but in none of these cases has the nother had
anot her baby become affected with this.

Then we have a large list of inborn errors of metabolism of
which there are actually twenty identifiable am no acid disturbances,
including the one comonly called PKU, Galactosem a, Histidinam a,
mapl e syrup urine disease (because the urine snells like maple
syrup) , Henocystinuria, and a lot of other fancy words, all of which
constitute perhaps a dozen cases all told. As to Henocystinuri a,
there are actually 30 nmentally retarded children reported in the
world fromthis condition and this is one of the 200 causes |
ment i oned. Anot her cause are vitam ns and drugs. Dr. Cook, who is
chief of pediatrics at Johns Hopkins University, was here about a
month ago at a course we had for college instructors and he reported
hat he has found that wonen who have taken excessive anounts of

vitam n D during their pregnancy have had babies who are mentally
retarded. Since everything now has added vitam ns, it's not very
hard to get quite a dose. Excessive anounts of vitamn K given to
mot hers just before birth to prevent bl eeding, have resulted in
Eryt hrobl astosis in a retarded baby. Long acting sul fonan des have
caused kernicterus which is an RH problemw th nental retardation.
Just recently | read of a brand new syndrone reported to Harvard
Medi cal School, a new previously undescribed syndrone involving

mar ked accel erated growth,- non-progressive neurologic disorder with
mental retardation, but no evidence of tunmor of the pituitary of
which five cases are reported. This just indicates the problemis
getting worse, not better, insofar as diagnosis is concerned, since
there is such a trenendous variety of conditions that will result in
retardation in newborns and children.

Nowwi th the premarital and the preconceptions! period, it is
important that nutrition be stressed, particularly in the adol escent,
because mal nutrition in the pregnant woman |eads to increased
conplications of pregnancy, particularly prematurity and toxema..

Qur school lunch programis a neans of providing educational infor-

mation both for boys and girls and it should be enphasized. One of
the other things we have failed to do is to provide famly life
education for boys and girls. I shouldn't say we have failed to.

About fifteen years years ago we were in the business and it was

call ed sex education then. W stayed in it for several years until
we finally decided we had had enough and we quit because it is said
that this is a responsibility of the hone and nobody will dispute it.
But parents in the hones are often not very conpetent in this area
and so it sometines becomes a church responsibility which a few
churches have assuned. Since often neither one undertakes it, it
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properly finally lands in the lap of the school because, if you
can't do it anywhere else, the school is supposed to do it. Sone
school s have taken it on and have had problens. W even went so
far as to publish a textbook for schools. The University wote it
and we paid for it. But it becane such a hot subject that we
finally quit it. The Child Wlfare Institute is now offering

| ectures through the extension division, but | don't think they are
extensive enough. It's a series of four lectures, two for students
and two for parents and we have offered to subsidize it. Last year
and the year before we had a series of four |ectures each for
students and parents and we would be glad to do it again, but with
certain requirements. First the community nust ask for it. W are
not offering it. Secondly, the comunity nust participate in it
actively and one of the prograns nust be given by a panel from the
community, including the clergyman, the physician, a parent and an
attorney. Thirdly, they nust have a financial interest in it. |
don't care hownuch they put into it, but if they invest five
dollars, its their programand they want to protect it. |If we give
it to themfor nothing, it's worth exactly what they paid for it.

We have paid too little attention to this area. These youngsters
shoul d know about growth and devel opnent and child care and
illegitinmacy with its progressive increase (for years we had an
extrenely lowrate, less than 27., but we are nowjoining the rest
of the states and our rate has gone up to 47.) should have sone
attention. Many of these problens are related to lack of infornma-
tion.

One of the sources of danger to young girls and pregnant wonen
is x-ray exposure because of its genetic affect. W have a regul a-
tion requiring registration of all x-ray equi pment of physicians,
dentists, and hospitals. W have set up standards for ionizing
radi ati on and provide consultation and assistance in the renoval of
any hazards. Wen we talk about x-ray exposure, we are faced with
a problemif a particular patient needs an x-ray for diagnosis and
treatment. Even if there is a genetic risk, we have to decide
whether it is nore inportant to treat the patient or whether it is
nore inportant to worry about genetics which may apply in subse-
quent generations. Wth the screening that is now possible in the
use of x-rays, there is very little danger. Furthernore, | should
call your attention to the fact that the cosmc rays to which we
are exposed everyday fromthe air, water, and frombricks and rocks
in homes, are greater and affect us nore than all the radiation we
coul d possibly be exposed to nedically, so we don't have to worry
too nmuch about this.

Prenatal exans have been advised as a nmeans of preventing
certain congenital conditions, reducing mental retardation and
syphilis. Some 37 states have laws requiring pre-nmarital exam na-
tions. Mnnesota is one of the "backward" states that doesn't have
it and here I'll quote Dr. Reed of the Dight Institute. At a
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meeting of Nobel prize winners held at Gustavus Adol phus Coll ege,

he was quoted BE having said this and pointing out that as a result
of pre-marital exami nations, we are able to find congenital syphilis
and reduce its consequences which is true. He also said it would be
possible to find a lot of unusual chronmosonmal diseases by pre-
marital exami nations and thus prevent the devel opment of these

things. | think this is a rather questionable remark for two
reasons. One is, that as far as | know, anybody who is going to get
married will pay little or no attention to any advice that says you

shoul dn't get narried because love is not only blind, it is also
deaf. Furthernore, the pre-narital exam nation doesn't include
chronmpbsonmal exami nations and isn't part of the routine exam nation
There aren't many places that could provide it. W are one of the
fewthat could. Furthernore, as far as Mnnesota is concerned, we
have a case of congenital syphilis at least once in four years. |
can't renmenber when we had the last one and that one was i nported,
not born here. Wile we recommend that Wassermann tests be  part
of all pre-marital examninations, we have suggested that they be
given routinely only for first pregnancies. Subsequent pregnancies
require having it repeated only if there is a new husband, the
worren i s wi dowed, divorced, over forty, or is non-white, because we
have di scovered no new case of syphilis by routine Wasser nanns t hat
we did not already know about before. W have no objection to
havi ng them done,- we do a quarter of a mllion a year - but they
are not a very good source of case finding. It has been estinated
that to find a case of syphilis by this nmethod costs anywhere from
$5,000 to $30,000 each and | think that's rather expensive case
findi ng.

To come specifically to maternal and infant care, here the
enphasis is on prenatal care. The Maternal Health Committee of the
State Medi cal Association recommends that wonen be exanined as soon
as they know they are pregnant and that they visit the physician
periodically. By this nmeans it is possible to recognize early signs
of inpending conplications by the blood pressure, edenm, headache,
albumin inurine, or bleeding and it's possible to recognize certain
di seases such as syphilis and the problens of RH negative nothers.
At Hennepin County Ceneral Hospital last year wonen who had no pre-
natal care ended up with 12%of the offspring resulting in fetal
deat hs (babi es dead before birth). In pregnant women who had one
or nore visits, the rate was 0.7% so actually there was 5 tines
greater increase in fetal deaths with no prenatal care. This has
been shown quite generally. | think it should al so be pointed out
that prenatal care by itself, inportant as it is, is not going to
protect against nmental retardation. Prenatal care is essential and
it will help reduce the nunber of conplications, as well as possible
nental retardation, but it does not prevent nmental retardation
sinmply as a prenatal procedure. The wonen who don't get prenata
care (and surprisingly enough, even wonmen in the high incone groups
and with coll ege educations frequently don't get prenatal care),
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are nostly those in the |ow social economc levels who have to go to
general hospitals or public clinics. They don't go because it is
difficult to get to the clinic location, because of the eligibility
rul es, because of long waiting hours, and because they are treated
in a rather inpersonal attitude, which is perfectly true. This goes

on at the general hospital. The services they get are excellent,
the medi cal services can't be beaten. If | were in an autonobile
accident, that would be the place | would want to go; | think it's

the best place in the state to care for traumatic injuries, and

they have excellent services. They do have a very unfortunate
environment in which to work. | think it should be pointed out too,
that some of these wonmen who do not get prenatal care for the alib
types of reasons | nentioned, probably wouldn't get prenatal care
even if the clinic were next door, they probably wouldn't take the
medi ci ne you gave themunless you really poured it down their
throats, and they probably wouldn't followthe diet unless you
actually brought the food and fed them because these wonen are what
they are - this is the way they live. Included in the prenatal care
arecl assesfor expect ant parentsandt hi si ncl udes bot h husbands .
and wi ves who want to know the anatony and physi ol ogy, what happens
and why and also to get exercises for so called painless child birth.
One of the things that ought to be nentioned, even if gingerly, is
famly planning. Wuether we like it or not, we are going to cone to
it and sone health departments have set up health progranms. At the
last nmeeting of the Association of State and Territorial Health
Oficers they wote a resolution saying that if any health depart-
ment wants to undertake it, it would be a good program | suspect
that in the future there will be nmore and nore done.

Now we come to obstetric care. The State Medical Association
through its maternal health commttee has prepared a guide, "Suggested
Policies for Obstetric Care in Hospitals," for use in hospitals which
advises on the types of care and the kinds of conplications that
ought to be handled with consultation in order to inprove obstetric
care and reduce cases of retardation due to anoxia and injuries of
the brain during delivery. One of the inportant points in obstetric
care is the early identification of wonen who have RH negative
factors. If their baby is RHpositive and they are RH negati ve,
there is going to be a blood incompatibility and they are going to
have erythrobl astosis wi th possible brain damage from kernicterus.

So the prenatal exam nationroust include testing for the RH factor
and at the delivery they nmust be set up for pronpt exchange trans-

fusions. In RH incompatibility there is now a new approach. There
have been a nunber of cases l|ately where the baby has been trans-
fused within the uterus with good results, the number is smell. It now

has been done here in M nneapolis several times. By this means it wll
be possible to nmake a determ nation early of whether the baby is

suf fering damage, to exchange the blood so that this can reduce the
rate and reduce the effects of the inconpatibility. The other serious
conplication or serious condition which nmay lead to conplication, is
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premature birth or what is nowterned "low birth weight infants.”

The nere fact that the baby is born early doesn't nean that it's
premat ure, but what we are concerned about is the baby who wei ghs 51/2
pounds or |ess, in which case the rate of conplication and danmage to
the baby is much higher; anobng the conplications is nental retarda-
tion. Prematurity is increased in frequency in nothers under 20 or
over 40, in first babies, nultiple births, non-white nmothers, those
with |ow socio-econonmic status and those with dietary deficiencies.
On the topic of snoking versus not-snoking, there have been sone
studies recently indicating that in wonen who snoke, the rate of
prematurity is twice as great as in non-snokers. Years ago, before
we knew the effects of snoking on the lungs and cancer conditions,

| used to say, jokingl3 when they asked about snoking and nursing the
baby, that the only thing they had to be careful about was not to get
the ashes in the baby's eyes, but actually there is supposedly a
greater potential risk for nothers who snoke. Acceptance of 5 pounds
8 ounces as the standard of prematurity, is a neasurenent that has
been accepted because it is readily available. There are others that
may be nore valuable in accuracy, but they may not be as easy to get.
X-rayof theossificationcentersisnot easytoget, andsoneone has

to interpret it. The circunference of the head and chest is not easy

to do while weight is easy to determine, so we have arbitrarily taken
five pounds - eight ounces and this is accepted by all state health
departnments, the World Health Organi zation, and others. Birth weight
is not always an accurate index of prematurity; you nmay have a baby
that wei ghs five pounds, eight ounces, who is actually better devel op-
ed than the baby that wei ghs six pounds or even seven pounds, this
has happened. W have had sone anusing situations with twi ns, where
supposedly the older twin should weigh nore, but actually weighs |ess,
so we call the snaller baby premature and the baby of |ess gestation
period the older one. This has happened a nunber of tinmes. 1've
gotten letters fromdoctors asking ne to explain it. The baby that
wei ghs five pounds, eight ounces, but has nine nonths of gestation is
called premature, whereas the one who wei ghs six pounds and has eight
nont hs of gestation is called full terns. Well, we have to have sone
standard and this is the easiest one since nost people can use a
scale and it's very accurate in contrast with trying to get the

length of the baby or sone other factor. There are a variety of
factors associated with prematurity and these include nultiple births,
toxem a of pregnancy, bleeding, premature rupture of the nenbranes

and syphilis, but in nost cases from35 to 65% there is no known
cause. The nother sinply goes into |abor early and delivers a snal
baby. It has been shown that small babi es have nore conplications

of various sorts and particularly neurol ogic abnornalities and
cerebral dammge, so that prematures are of concern. The |onger a

baby is able to be kept within its natural habitat, the nore likely it
is that the baby will be nore nornal and have |ess conplications.

There is a direct relationship between the nunber of prenata
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visits and prematurity. There have been a variety of studies made.
If the first prenatal visit occurs during the first three months, the
prematurity rate in one hospital was 7.8; if in the second trinmester
it was 8.7; and if there were no prenatal visits, the prematurity
rate was 20% The sane thing is true in studies nade at Hennepin
County Ceneral Hospital. In Mnnesota, our rate is 67., it has been
for years, but in Mnneapolis, the rate is 7%and this is because we
have an increased nunber of wonen in | ow socio-econonmic situations
and many who are not getting adequate prenatal care, so the
prematurity rate is higher here. |In the real |ow socio-economc
tracts the rate runs from 11 to 19%in contrast to the 6% statew de
So you see, prenatal care, prevention of prematurity, and conplica-
tions of pregnancy are inportant factors in the reduction of handi -
cappi ng conditions, and particularly nental retardation. Anong the
services of the Section on Maternal and Child Health are a variety
of progranms that have to do with this. | nade clear at the begin-
ning that in Mnnesota the State Health Department runs no medical,
clinics of any sort, provides no nedical or hospital care; our
programis entirely educational and consultative. W do not provide
any direct services. The only exception to that was during the war
when we ran the so-called EM C (Emergency Maternal and Infant Care)'
program for wives of soldiers. Oher than that we do not run any.
There are clinics in the Twin Cities, Duluth and Rochester that are
run locally by local health departnents. W have no objection to
clinics, providing sonebody el se runs them \When groups like the
Legi on Auxiliary or other organizations want to set up a clinic, we

tell themwe will be very happy to help themset it up, providing
they have the approval of their local medical society. To ny know
| edge, in twenty years, |'ve never seen themget this approval, so

it's quite safe. Since we don't run the clinics ourselves and since
we don't have the staff to run them they have to be run locally by

| ocal physicians, and if |ocal physicians don't want to operate them
they are not going to be operated.

The prevention of prenatal and neonatal defects and abnormali -
ties during the first 28 days of life with resulting brain damage
requires that all newborns have an exam nation pronptly - an
observation both by physicians and nurses to discover any brain
damage, any evidence of malformation or any genetic affects. Many
of these babies are not examined. In reading hospital records,
frequently only the nurses notes tell us anything. Apparently quite
frequently physicians don't even |ook at babies. Mybe they don't
li ke babies! In the post-natal period after birth, proper feeding
and treatment of infections and inmmunizations are inportant. The
question of physical trauma is particularly inportant because head
trauma due to auto accidents or head trauma fromthe "battered
child s syndrome” nmay lead to retardation. Are you people famliar
with the "battered child s syndrome?" That's one of the popul ar
things now. Strange as it may seem nothers and fathers do sone-
times beat their children, breaking arnms and | egs, actually causing
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thing to spot because they don't go to the same hospital tw ce. But
if the doctor looks at the child s x-rays and finds that the child
has had previous fractures, it should be suspected. It has becone
so prevalent that many states have passed | aws, includi ng M nnesot a,
whi ch passed the law two years ago. But unfortunately the lawis
attached to the lawrelating to gunshot wounds whi ch says that any
doctor that sees a patient with a gunshot wound is supposed to report
it to the police departrment. There is an additional clause that says
that any children suspected of having been nmaltreated by their
parents are al so supposed to be reported. Few physicians are
reporting, however, and sone physicians have suggested that they
prefer to report to wel fare departnents. That's a swi tch, because
physi cians in general have had |less use for wel fare departments.
Morris Hrsch, State Wl fare Comm ssioner, was very el ated when he
heard that doctors did prefer to report to himrather than to the
police departnent. The difficulty in the departnment of welfare is
that welfare is on a forty hour week, whereas the police departnent
supposedly runs 24 hours per day. There is going to be a suggested
change in the law to include wel fare because actually it doesn't
nake nmuch difference whet her you report at 3 A M or 8 the next
norning. There have been nore and nore cases of this sort and when
the -youngsters have been examned thoroughly, it has not been found
infrequently that they were victins of nmaltreatment by their
parents.

Oh the birth certificate we have a confidential nedical section,
that physicians don't |ike, which asks for data on various conpli ca-
tions of pregnancy, RH factor, birth injuries and congenital nal -
formations. It is used as a case finding nmedium There is a new
question there, the date of narriage which may not coincide with the
date of birth of the baby. W added this section to the birth
certificate because we have very good informati on on naternal deat hs,
because we have a maternal nortality study which follows up every
death. The total last year of deaths due to obstetrics actually
totalled eight. The nunber of cases studied by the conmttee
totalled 35. Because this regulation states that any death of a
nother as a result of pregnancy or within 90 days postpartum after
the birth of a baby, regardl ess of the cause of death, is included
inthe study. W have the peculiar situation of a nother having a
perfectly normal delivery, but two nonths and twenty-nine days |ater
having been hit by a streetcar and autonatically falling into the
study. The reason for including themis that many of these wonen
died fromconditions related to the pregnancy, but it did not appear
on the death certificate as such. So we have included everything
within 90 days. Ve are interested in the care during the prenatal
period and the obstetric period, even though we are not particularly
concerned with the actual cause of death. So that we have accurate
information on it, an obstetrician actually visits the physician
and hospital. W do not, however, have any information on norbidity.



The nmother may have had very poor obstetric care and still survived
with some conplications that will stay with her the rest of her life,
but we have no information on it. W added this formtwo years ago
so we woul d have some information specifically on the relationship

of age at marriage and education to certain conplications and woul d
be able to obtain information on congenital malformations periodi-
cally, so that we could discover any increased incidence in any

type of malformation and follow it up. Most physicians have been
filling it out, some have been filling it out poorly. \Were the
hospital librarian has done the filling out, we have gotten a very
good report. Recently we changed the formto add a few questions

and sonme people are protesting that it is too long. It is a long
form but in order to nake it sinple, we have places where it can
just be checked. W even broke down the congenital malfornations
into specific causes to permt a check mark instead of witing it in,
but sone physicians have objected to this. Wen we first started it,
it had a confidential section. Incidentally, all of the studies done
by the Health Department, either alone or in cooperation with other
agencies, are protected by the so-called Confidentiality Law. This
makes al | of our reportsandrecords confidential. They cannot be

used in court, so the physician doesn't have nuch of an argunent in
saying this is confidential information which he shouldn't release

It cannot be subpoenaed. In Mnnesota, unfortunately we do not have
full time health departments except in four places. This neans that
these certificates are filed not with the Health Department, but in
nost cases with the clerk of district court. The doctors are

worried that the clerk of the district court, having nothing to do,
will sit down and read these things and know nore about his neighbors.
Wen we made this revision, which included hal f a dozen more questi ons,
we al so passed a regul ation which has the sanme affect as the |aw and
has been approved by the attorney general and nowis in effect. The
|l aw says that the attendant will not only fill out the birth certifi-
cate, but will also fill out the confidential section. As a result

of these, when we tabulate data we will be able to cross tabul ate
themand deternmine that women, say at the age of 17 who have had two
babi es, are nore likely or less likely to have had this or that
conplication or to have had this kind of malformation. This procedure
costs about $5,000 to put on punch cards and analyze. The fact of the
matter is that this is the only way we are going to have state wide
information available on sonething that we ought to know about. Mst
of the physicians actually do cooperate. Wth this information

avail able, we are now going to be able to provide the crippled
children's services with a list of babies with malformations which

are correctable, such as cleft lip and palate, congenital heart or
supernunerary fingers or other things, so that they will be able to
check with the physician to Bee if the babies are under care. |If

they are not under care, they can check with the famly and let them
know that there are services available for the baby, even though the
famlies thenmsel ves cannot provide them

The other nethod of getting information, which has not worked so
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well, is the annual school census. This is required by law for all
children under the age of 21, fromzero to 21. Every year every
school district is required by lawto make a census of all their
children in their school district and list those who have defects,
for which they get $10.00 per nane. Since there are no rules or
regul ations as to howthis shall be done, the nethod of doing this
varies. |f the census taker is paid so much per nane and the object
is to see how many nanmes you can get, there will be less concern
about the accuracy of the information. |If the census taker is paid
so nmuch per day or per hour, they probably will not hurry about it.
There is no set rule. The other problemwe run into is that the
formthe census taker fills out does not provide the infornation we
want. This is understandabl e when we note that the peopl e who do
the census may be anyone - froma school teacher who is not working
to a nurse who nmay get nore adequate data, to a janitor or to anyone
el se who has a friend on the School Board and needs a job for a
couple of months. In order to standardize it, we had a soci ol ogi cal
study made. W had a coupl e of sociol ogists visit a nunber of
school s, set up a training programand devise a new formwhi ch was
to solve the problem VW have not yet been able to induce the
State Board of Education to rmake it conpul sory - this is the first
requisite - that a certain formbe used which woul d be of sonme use
tous. | understand that sone peopl e have |ooked at it and think
that the formthat was devised ought to be revised before it is used.
W did spend sone $4,000 on the study. However, if these forns were
filled out properly, they would give both the Departnent of Education
and the Department of Vel fare sone information on the nunber of handi-
capped children of various types and their ages and woul d give sonme
infornation as to what services they ought to plan. The argurent of
Wl fare and Education is that they don't know who's comng to school
until they actually arrive because the school is not responsible
until the child is five years old. This way they woul d know wi t hi n
a couple of nonths after birth what these conditions are and the
school could be alerted to the fact that they are going to need to
have provision of special services for certain handi cappi ng condi -
tions. In theory, this is a wonderful way of getting information
tothem in practice, it hasn't worked so wel|.

One of the means of using statistics for research as a nmeans of
reducing nortality is analysis of the perinatal nortality records,
that's the baby's fetal death certificate, including those who are
born dead and those who are born alive but died within the first 28
days. It may seemstrange that | don't say 30 days; it is actually
28 days and we have gone through our records and apparently no babi es
die on the 29th and 30th day, believe it or not - they all occur
actually within the first 28 days. The Amrerican Medi cal Association
has a study along with the College of C(bstetrics and Gynecol ogy and
the American Acadeny of Pediatrics in which they are anal yzing the
statistics on these babies in 400 hospitals in the Lhited States,
ten of which are in Mnnesota, As aresult of that study we are
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going to have information on the various conplications and causes of
death - particularly malformation. In Mnnesota we have had a study
in Hennepin and Ransey Counties and one in Duluth for several years,
in which we are concerned with the correctness of the cause of death,
the adequacy of the medical and hospital records, adequacy of

consul tations and any errors of omission or commi ssion. Each report
enunerates the various preventable factors and is used as an educa-
tional program as a neans of reducing infant nortality.

Anot her situation with which we are concerned and which has to
do with babies is accident prevention. Accidents are the |eading

causes of death in children up to age 19 - in fact up to the age 35.
There are nore deaths from accidents in children than the I eading
si x causes of death fromdisease. |In addition to causing death,

brain injuries due to head trauna from automobile accidents, falls,
and bl ows may, of course, lead to mental retardation.

W are concerned with school health services in the field of
mental retardation because hearing |oss and speech handi caps may be
t hecause of retardati onrat her t hant he ot her way ar ound, sot hat
t hese children shoul d have adequate screening and foll ow up. W
provi de consultants in hearing and vision and assist schools in in-
service training of volunteers for screening, and we are including
pre-school children as well. There are three general approaches in
public health - education, prevention, and nedical care. Actually
in Mnnesota we limt ourselves nostly to prevention and education
W do not provide nedical care, we do not pay for hospital or mnedica
services, or dental services, but we are concerned with nmedical care
because we do license hospitals and we set standards for them
mninmal as they are; we provide consultants in maternal and child
health to hospitals and we do provide genetic counseling, so that
we do have a direct interest. Wth the new federal prograns that
are comng, we may be involved in direct nedical care, much as we
woul d rather not be. Wth 99.77= of all babies being born in
hospitals, the hospital I|icensing becomes a major responsibility.
Unfortunately we have only one set of regulations for all hospitals,
whet her they have ten beds or 800 beds, so we have no way to
differentiate between a snall hospital and a large hospital. This
is why our regulations actually are as nmnimal as they are, because
t hey have to be mnimal enough so that a snall hospital can neet
them Therefore, they are so miniml that nost larger hospitals and
twin city hospitals exceed them W have at the bottom of each page
reconmendati ons for larger hospitals, but these are not regul ations
and we cannot enforce them However, nost hospitals are providing
adequat e service and nost of themhave nodern equi pnent now. W
provide maternal and child health nursing consultants who assist in
devel opi ng standards for hospitals and who provide consultation to
hospi tal problens, particularly consultation of maternity and new
born problens. W provide in-service training for nurses in work-
shops; we have a three week course for maternity nurses and one on
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premature care, as well as classes for parents. V¢ do not have a
premature center in Mnnesota, as a few states have, because all the
general hospitals inthe Twin Aties have maternity services and have
adequate care. V¢ are still going to have that babies' hospital
built, but it is not going to be taking care of prematures. W

woul d prefer to have the babies taken care of near home in a hospital
| arge enough to have trained personnel where care can be rendered.

If you have a central hospital, the babies have to be transported
long distances and the statistics |I've seen have to go to the third
deci mal point to prove that the $2000 to $3000 that it costs to

keep a baby in such a center has changed the nortality very ruch.

In order that snall hospitals may have peopl e who have sone trai ning,
we are providing courses in tw hospitals in Mnneapolis and St. Paul
where they have a three weeks course in practical care of the
prenmature and nmaternity care; we pay for their living expenses and
their tuition. The hospital has to agree to carry the nurse on

their payroll and find a substitute in her absence, so this girl

goes back with at |east sone practical experience in specialized care.
V¢ al so provide a consultant in obstetric anesthesia and she is
concerned with obstetrics and anesthesia in naternity patients as
well as in care of the newborn. V¢ have a human genetics unit which
was established three or four years ago, where genetic counseling is
avai |l abl e t o physi cians, hospitals, adoption agencies, welfare
departnents and where there is maintained a register of genetic and
congenital diseases, including nental retardation, PKU RH factor
babi es, twins, congenital malfornations and birth injuries. W

have recently established a hunan cyto genetics |aboratory where
chronosone anal ysis for diagnosis and counseling will be possible.
There are about 56 youngsters with PKU at Faribault and about 37
have been seen here by the University. W are conducting a study
with the Departnment of Velfare and the Faribault State School in
following up the famlies and siblings of all these youngsters to
find the carriers in the famly. Wen we determine the distribution
of these carriers we will alert the famlies to possible recurrences
inthe future offspring and will provide genetic counseling to them

What |'mabout to say nowis going to be very conplinentary as
to what nurses can and should do; |I'mhot saying they do do it, but
this is what they're in a positionto do inthe field of nental
retardation, if they wish. One inportant function, if a nurseis
doing any prenatal work, if she is seeing wonen early in pregnancy,
she is in a position to find those wonen who have a history of
difficulty in previous pregnancies and are, therefore, high risk
wonen who shoul d have pronpt and early medi cal supervision. She is
ina position to educate adol escent girls, especially in pregnancy,
to the inportance of nutrition and the preventi on of conplications of
pregnancy, so they will understand nutritional needs and cultivate
desirable food habits. She can screen babi es by doing a bl ood screen-
ing for PKU She is in a position to find retarded children through
her daily activities, through hone visits, school visits, and child
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health conferences. She is able to recognize consistently slow
growmh in children, slow nmotor devel opnent, inadequate self care,
probl ems of |anguage, expression, conprehension and di sturbances
of behavior and attention. She is able to assist instimulating
classes for the retarded as well as for other physically handi-
capped children. She can stimulate safety prograns and practices in
the honme, in the school and in the community. And if safety seens
to be out of place, just let ne nention a few exanples of a direct
relationship. | have already nmentioned brain injuries. The
recei ving of penetrating bone injuries or head injuries, traffic
accidents or falls or playing with scissors can bring about brain
injury which will either result in death or brain damage with
probabl e retardation. Toxic exposure to |ead causes nental retarda-
tion. In Mnnesota we have very little of it, but in older cities
like Baltinmre, St.Louis or Chicago, where there are a lot of old
houses in the |ow socioeconon ¢ areas where |ead paint has been used
or where cribs and furniture may be painted with |ead paint, young-
sters eat flakes of paint and develop |ead poisoning. Anocia can

be caused by carbon nonoxi de inhalation frominvented space heaters
or fromcarsthat arel eft runni ngwi t ht hegaragedoor s cl osed.
This leads to brain damage and death as denonstrated by a coupl e of
our University students recently who had their notor running with
their car doors and wi ndows apparently closed. W have suffocation
from di scarded iceboxes and from plastic bags that can lead to
mental retardation - if not death.

Since this is getting too serious, let nme tell you about a
| egislative action which | found very anusing. A nunber of years
ago the legislature was in session, at a time when there were a
nunber of cases of suffocation in the east when youngsters becane
| ocked in iceboxes. W had had no cases in Mnnesota of that sort
but we had a Iot of cases of poisoning. Two bills were introduced
in the |egislature; one said that all discarded iceboxes had to have
their doors or hinges renoved and the other said that all toxic
substances and drugs had to have a skull and crossbones on the
container and a label that said it was poisonous. The bill relating
to discarded iceboxes, fromwhich nobody here had died until then,
passed, but the one relating to the labeling of poisonous substances,
fromwhi ch we had had a nunber of deaths, did not. This is sinply
a matter of interpersonal relationships; who cares about discarded
i ceboxes, but there are vested interests in drugs and chemical s
because someone night not buy sonmething with a toxic label on it.
Since the | aw passed we have had a nunber of suffocations. | don't
blame it on the lawbut this is the way it happened!

Many children should be referred for early inmunization, parti-
cularly for neasles and whoopi ng cough, because these di seases
frequently cause encephalitis with consequent brain damage and
retardation. Tuberculin testing should be done for possible tubercu-
| osis, because it is inportant not only to diagnose the case and to
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di scover the exposures, but also because tubercul ous nmeningitis
which occurs in children can result in brain damage. In PKU, the
nurse is in a position to assist the famly in translating the
recommendations of the physician into effective managenent of the
child and proper diet. She can advise on feeding problens and
reinforce the teaching of the nature of the disease. She can inter-
pret hereditary effects and she may assist the famly to integrate
the PKU child into the usual pattern of living

By law, all problens related to retarded children belong to the
State Departnent of Welfare, the county welfare boards and to the
State Departnent of Education: W have absolutely no authority in
it. The Departnent of Welfare is responsible for mental institu-
tions, nmental retardation institutions, nental health agencies,
crippled children's services, Gllette Hospital, day care centers
and is designated the official mental health authority by the
governor. However, the public health nurse in health departnents
and county nursing services probably knows nore retarded children

and has nore contact with themthan anybody else. This is why we
are in t he busi ness.

Now let ne briefly review the federal agencies' concern with
mental retardation and where we get our noney. |In the Department of
Heal th, Education and Welfare, the public health service is concerned
with specific grants, runs the National Institutes of Health, one of
which is the National Institute of Neurol ogical D sease and Blindness.
This Institute is carrying on a collaborative prenatal project,
studyi ng cerebral pal sey, mental retardation and congenital nalforma-
tions. It is being carried on in fifteen medical centers, including
M nnesota, on 50,000 randomy sel ected pregnant wonen and their new
born. There are now 36,000 in the study. To date they have found
that one out of sixteen babies born had some neurol ogi cal or sensory
defect. They also found, as far as birth defects are concerned,
from bl ood serum findings of these wonmen, many whom t hought they were
i mune because they once had Gernman Measl es, neverthel ess they had
hi dden susceptibility. They also have worked with scientists in
finding the specific cause of German Measles and by finding the virus
of German Measl es, they are now working on a vaccine, so the answer
may soon be a vaccine for children. One of the newest institutes is
one on Child Health and Human Devel opnent where studies of feta

neonatal, infant and child devel opnment are going on. There is a
research and training programon nental retardation and research in
ot her aspects of human devel opnent. | understand in addition to

infant-child devel opment, aging is also part of the program |
attended one neeting in Washington and was surprised to find the head
of the Child Welfare Institute also interested in aging. | was told
that research on children was now noving over to research at the
other end of the scale, research on aging

The new branch we have now is called the Mental Retardation
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Branch of the Division of Chronic Diseases, so we now have severa
different groups which have money to spend on nental retardation
They are concerned with a variety of duties. They admnister the
mental retardation planning grants which all states have gotten for
conpr ehensi ve planning and construction of community facilities.

There are two programs | want to mention specifically that are
in the Health Departrent. These are. two Four-County Projects for
retarded children. The first one was established in Fergus Falls in
1959. This was a result of a special grant of a million dollars
that Congress made available to the Children's Bureau at the behest
of the parents' association. The noney was given to the Children's
Bureau to set up diagnostic centers, practically all of which are.
associated with medical schools or universities. The only exception
has been the one in Mnnesota which is not associated with the
Medi cal School and which is in the Health Department because that is
where the Maternal and Health programis. It is in an isolated area
200 miles fromthe Twin Cities, because the project was originally

=set=up;by=we%&areff—Startingmqubﬂwith;a=requestmfo:“$f?7000fuit """""""
-endedup at $60, 000. Theobj ectivewastofindall of t hglespreied retarded:
children under 21 in the four county area, to provide a conplete

testing, social service work, counseling and hel ping the child
recei ve whatever services could be of benefit to him which in nost
cases was educational services. As a byproduct, the comunity was
taught the needs of these children, and as a result of that, there
are a lot nore services for these youngsters than there are in nost
areas, including a sheltered workshop. There has, however, been a
serious problemof staffing, because there is a nental health center
in the town which has no restriction on salaries, whereas we are
restricted to the civil service salaries. Consequently, the [last

“three psychol ogi sts"we have “enpl oyed,” have been 1 ost "t0 the mental”
health center at higher salaries. During the eight years of this
center, 1346 children were referred, of whom 743 were accepted for
service and 344 for followup evaluations. About half have actually
been retarded. = The presence of this project has stinulated a total
of 24 formal school programs during this period. A sheltered work-
shop for vocational training has been established. W are now
-proposing to turn this over .to the nental health center where
adequate staff is available and pay them for conplete services at
aflat rate per child. There would be a fixed amount for tota
services for a newchild and a lesser anpbunt for subsequent services
after the first year when they don't need the extensive exam nations.
This is quite a shock to the Children's Bureau because it is heresay
and represents an entirely new approach. Since they are conpeting
with the Public Health Service, they want to be able to point to the
clinic that they are subsidizing to the extent of $60,000, If we
put it into the nental health center, it nmay lose its identity and
be subnerged by nental health activities with little consideration
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for mental retardation. Consideration is at |east being given to
this suggested change in providing adequate services.

In the meantinme, the Children's Bureau obtained nore noney and
| was invited to have a second diagnostic center. This tine |
thought |1 woul d select one close enough to the Twin Cities so that |
woul d have less trouble staffing it. The-new one at Onatonna is only
60 mles fromtown, but even so, we haven't been able to staff it.
We have a pediatrician part time, which is sufficient, but we do not
have a psychol ogi st because we happen to be in the sanme building with
the mental health center and if we got a psychol ogist, he would only
have to wal k down the stairs to earn $2,000 nore than we are offering.
This is the situation we are in. Until we .can get a salary scale
that conpetes with the nmental health centers, we are going to have
problems. On the other hand, one of the objectives this second
center has witten into it, is to denonstrate that it's possible to
provi deal | of theservicesthat wearenowprovidi ngat acost of
$60, 000, as part of the on-going nental health centers, of which
=there—are—some—20-or—22-in—the state DL Miiinesota, Without setting

-up-a-geparate-centers—-So—in-these twoplaces; thétré are Eexvices

‘avai | abl efor childrenif thereisstaffjingavail abl e. Wewoul dnow, tohavet henental
prefer, Gnder the program we are writing Yyp now,

health centers take over the functions of these specialized diagnostic
centers. Unfortunately, in Mnnesota these centers receive 50%of
their noney from financing through the state, but there are fewer
restrictions on them Each center is independent and can do pretty
much as it pleases, so each center may have an entirely different
program depending on the interests of the programdirector, the
psychi atrist, and the psychologist. Until they convince the centers
that this is a necessary function, there is not going to be adequate
servi ce.

The chief noney up to now has come fromthe National Institutes
of Mental Health and until recently, nental retardation was a step-
child, not nuch recognized by psychiatrists. So psychol ogi sts got
into the act and have been nore active in the field than have the
psychiatrists.. Mental health funds were not used to any great .
extent for the retarded and parents' associations are a little
hesi tant about having the two join together,. because they are afraid
that nmental retardation will be lost in the shuffle. In M nnesot a,
the association has agreed to go along with the idea, although I
think nationally they are a little skeptical because in the past,
the experience has not been to the benefit of the retarded. Most of
the noney has gone for nental health and nental disease, not
retardation. Here in Mnnesota we are going to try to put them
toget her, but how successful it will be will depend on the individua
centers, their attitudes and howwell they are going to work together-,

There is noney available for building facilities for both mental.
heal th and nmental . retardation.. M nnesota has not. gotten any noney
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yet because we have not witten up the state plan. There are a
nunber of organizations that have asked for funds to build centers.
The center at Fergus Falls is going to build next door to the
hospital there. This is the pattern we would like to see devel op,
of having a center in close connection with comunity hospitals, so
that there will be adequate staff available as well as nedica
services, hospital services, and out-patient services.

There are nonies available in the so called Anti-Poverty
program which is supposed to include children fromfamlies with
i ncomes of |ess than $3, 000, preschool children who are culturally
deprived or have siblings that are retarded or have other handi -
cappi ng conditions. These youngsters are supposed to receive
education, nedical and health services, so that when they enter
school in the fall, they will be better able to compete with so
cal l ed normal children. M nnesota has such a project for sone 800
youngst ers; they are getting $72,000 of which less $6,000 is
for nmedical and health services. This is supposed to pay for an
exam nat i onof eachchild, for vi sual andheari ngscreeni nganda
few other things. They had a request for nmedical care in the budget,
but this was not approved, | suppose on the theory that these
fam liesareeligiblefor General Hospital careandcoul dget nedi ca
services there. There is nmoney in it to hire physicians part tine
to run sone clinics for exam nations, but there was no noney in it
for dentists. The dental society has agreed to provide services,
but when they discover that the doctors are going to be paid and the
dentists are not going to be paid, | think there my be a slight
problem Since the programhas to be run in an area where health,
education and nedi cal services are available, there will probably be
sone counties that will want this service, but they will have to be
[imted to famlies of |ow incone.

The other programis the nmaternal and infant care program
which is available with lots of noney to provide prenatal care as
wel | as conplete obstetric care for mothers. Oiginally the |aw
said it was for nothers who were likely to give birth to retarded
children. Sonebody finally woke up to the fact that it is a little
difficult to pick out the nothers who are going to have retarded
children, so it has now been changed to mothers of high risk and
they have listed a variety of things that come under the high risk
category. M nneapolis has such a program They have a grant for
about $100, 000 which will provide three clinics in operation other
than the one at the University. It cannot be city wide. It has to
be restricted to neighborhoods which have a | ow soci oeconomc |evel,
i ncreased infant and neonatal nortality, increased birth rate,
increased prematurity and other factors of that sort. The three
clinics started in operation about the first of the year; they
have seen about ninety patients now. They can pay for prenatal
care for anyone that walks in. But when it comes to obstetric care,
it has to be soneone that qualifies. |If you end up with a norma
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baby, you have done a pretty good job, so that the definition is
not too severe. You only have to suspect the high risks. A

hi story of previous mscarriages or previous difficulty with |abor
conplications or previous handi cappi ng conditions makes a woman a
high risk mother who is entitled to service. W run into one
conplication, however, in that the General Hospital provides
obstetric service to anybody that wal ks in. Any nother can come

in and if delivery is iminent, she will get obstetric care no
matter who she is or what her standing is. Under this new system
they are refusing to give this care except to those who qualify and
since they are getting prenatal care, they now know their status
and they will be classified either as "eligible" or "not eligible."
The other thing is that while they are supposed to have free choice
of hospitals, they are not getting it because they now want themto
go to Ceneral unless the worman insists otherwi se. The care at
General is first class, but the prenatal care is less than adequate
becauseof their environnental facilities.

Worren who are eligible under this program can have their pre-
natal care there, but when it cones to the obstetric care, they
either have to qualify specifically because they have sone condition
whi ch makes them appear to be a high risk patient or they must be
eligible for General Hospital because of their incone. The high
risk patient is defined by criteria which includes these: toxemna
of pregnancy, henorrhage, dystosia or difficult |abor, nedica
condition such as anemi a, malnutrition, hypertension, infection
RH i nconmpatibility, nultiple pregnancy, threatened premature |abor,
pregnancy in wonen under 16 and over -40, a history of premature
birth, mscarriage or other perinatal casualties, a history of
previous birth of cerebral palsy, netabolic disorders and out of
wedl ock pregnancy.

St. Paul has witten a provisional plan for setting up sone-
thing there, but they have not yet decided exactly what they want.
One of the problems we have had with prenatal care is that sone
nothers do not go, even if the clinic is right across the street.
Under this program you can pay for a taxi to bring them there,
you can pay for baby sitters to stay with other children, alnost
anything to get themthere to take the service. They do have wel
baby clinics in St.Paul at sone of the housing devel opnments and a
wel | baby clinic can be changed to a prenatal clinic by the addition
of an obstetrician for a couple of hours. The purpose, of course,
is to discover these patients early and to reduce the incidence of
handi caps, if possible, and if we cannot reduce the incidence, at
least to provide themwith early care.

One of the prograns we established as a result of the increase
in funds is the PKU screening program for newborns. | understand
fromrecent devel opnents that there is going to be a bill in the
| egislature to nake PKU testing mandatory. W started doi ng screen-
ing three or four years ago with ferric chloride. Then two years
ago when the Quthrie field trials were carried on, 32 state health
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departments participated with some 600 hospitals. They did 10, 900
screenings and found one positive case. The figure of one case of
PKU for 20 to 30,000 births is not correct. In nost places they
now find it closer to one per 10,000. As of August, 1964 we
started the statewide GQuthrie screening on a voluntary basis and we
provide the filter paper on which three drops of blood nmust be

pl aced, mailing envelopes and information to all hospitals. W
have a public health nurse who is going to do the followup. W
furnish nutrition consultation and human genetics counseling and

we are now runni ng about 200 tests a day. Up to January 1, 1965,
we had run about 15,000 tests. W have found one positive case in
a five weeks old baby and one in a three year old. However, this

i s expensive case finding. At one of our board neetings, a board
menber wanted to know what does it cost to screen a baby. | told
himit is saidto cost 50 cents, but | would suspect it costs closer to
a dollar, including the followup. He inquired if $10,000 wasn't
rat her expensive case finding. And didn't | think the noney could
be used to better advantage sone other way. | pointed out that

this money that comes to us has a label on it, "Mental Retardation,”
so there is no real choice of whether we think other things are _
equally inmportant. Fromthe standpoint of a baby, the fact that he

is not going to spend fifty years in an institution, this is cheap
case finding. One hundred fifty two out of one hundred seventy
hospitals in Mnnesota are now doing PKU testing. Six of themin
M nneapolis are doing it only at the specific request of the

physi cian. One hospital refuses to do it entirely. They don't
think the test is good enough. As soon as they have a baby with

PKU that is not diagnosed, then we will have services at all hospi-
tals. There may be sone advantage in having a |law on the subject,
but I aminclined to think a voluntary approach is sufficient. 1In

some states where it is mandatory, they are getting no better
results than we are getting on a voluntary basis. One proposed

| aw actually states that they shall do Guthrie testing. This is
ridicul ous, because if a better test cones along, as it will, they
will have to wait until the legislature neets again in order to
change the law. W suggested that the |aw should say that physicians
and hospital admnistrators would have to see to it that the baby
was tested pronptly and that the type of test, the reporting and the
followup would be as prescribed by the State Health Departnment. We
could then wite regul ati ons which could be changed as the need
arose. W are hoping that this is what will be done.

Let ne nention briefly coordination and cooperation in this
state. There is an interagency conmttee on retardation of the
Departrments of Health, Education and Welfare, which includes the
Executive Secretary of the Association for Retarded Children, county
nurse, a welfare executive and an official fromone of the state
institutions on the conmttee which neets every couple of nonths to
exchange information and to coordinate activities. There is the
Governor's Council on Children and Youth and the Covernor's
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Interdepartmental Conmittee, on Children and Youth. W have an
advi sory board on handi capped, gifted and exceptional children,
which | mentioned previously and then there is the Governor's
Ment al Retardation Planning Council which received the grant |
mentioned. This includes the State Departnent of Welfare, enploy-
ment security, health, corrections, education and the Association
for Retarded Children and the chairman of the Advisory Board of
Handi capped, G fted and Exceptional Children. This group has set
up ten task forces and is developing a state plan. | hope we wll
be able to get it out this year

Shall | tell you what's inportant? PKU has to be inportant
because there's all that noney floating around for it and we assume
it has to be inmportant because of the noney. The fact that it can
be recogni zed early and there is a treatnent available to prevent
it frombecom ng aggravated is of inportance. Secondly, | would
stress the importance of adequate prenatal care for all nothers and
particularly for mothers of high risk, who have had a handi capped
child or has had conplications. Thirdly, since | am now concerned
with it, | would stress the inportance of providing young people
with adequate education so that they know what life is going to be
like, that there are problens involved and they ought to know some-
thing about famly life, its problems and its conplications.
Fourthly, that there will be continuing enphasis on genetics which
has been recognized as significant and there will be an expansion
of genetic counseling and genetic services.
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RESEARCH AND DEMONSTRATI ON PROJECTS

Maynard C. Reynolds, Ph. D.
Director, Special Education
University of M nnesota

As an introduction | amgoing to talk with you infornmally about
research and denonstration projects and their place in the total
novement in the field of nental retardation.

Let us talk first about research. M purpose is not to review
specific research but rather to talk about the place of research as
a general activity. Sonme tine will be given to a discussion of
specific research problens, but only as illustrations, or a way of
clarifying sone point in my general presentation. Research is
conprised of a wide range of activities. Always it is concerned
with finding clear and useful ways of viewing problems. Usually it
i nvol ves coll ecting evidence of sonme sort. Research nmay be initiated
because you wi sh to nake a certain type of decision nore efficiently
or accurately. Or, you nmay be testing out an idea which you believe
will inprove sone treatnment program

In ny view, every teacher in every classroom who has an idea
and who tries it with, "Johnny" or "Mary" and who nakes sone eval ua-
tion of the idea to see whether there is inprovement, is involved in
research. Every psychol ogi st who is thinking and experinmenting as
he gives his tests and who nakes predictions and checks themis
engaged in a kind of research. Through such processes the psychol o-
gist and the teacher nmake thenselves into nmore useful instrunents.
So, in what | amcalling research we include a broad range of things,
all the way from the infornmal kind of activity which the teacher
engages in day-by-day to the highly rigorous kind of quantitative
research undertaken by the experinmenter. Research is not under-
taken only in | aboratories; it goes on whenever and wherever there
is serious inquiry concerning better ways of thinking about problens
and better ways of dealing with them

It is inportant that all of us, whether we are involved in
highly rigorous research or in some very practical job, feel we are
a part of this adventure of "making inquiry" in our field. Secretary
Wrtz of the U.S. Departnment of Labor, in an address in this
conmunity just a week ago, said that, "We, nore than any other
people at any other tinme, are inventing our own future." This is
certainly true in the field of nental retardation. W are investing
heavily in research through a variety of forns in an attenpt to
improve the future of retarded individuals.

The present fact is that in the field of nental retardation,
nost aspects of our programs are based on weak evi dence. It is very
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i mportant that we extend and inprove the fund of know edge from which
we draw in designing programs for the retarded. It is inportant that
we utilize fully and rapidly all research findings which are

devel oped.

How let's spend a bit of tinme breaking down this matter of
research. W can analyze this total conplex so as to see its many
parts in a nunber of ways. For exanple, we might nmake a distinction
according to nmethods applied in research. A list of different
met hods m ght include the follow ng: experinental research, corre-
| ati onal research, survey research, and historical research. Let
us look briefly at each of these.

By experimental research we have in nind studies in which
systematic efforts are nade to nmani pul ate behavior or other variables.
There is definite experinmentation. The experinmenter try's to influence
a variable to see what effect this has. Experinmentation involves a
conparison with so called control groups in which you do not mani pu-
late the variable. You hope that experimental and control groups
are equated on all things other than your experinental variable.

This may be done by statistical neans or by matching of subjects or
by some other nmeans. You then try to estimate the effect of the
experinental variable and assess it statistically to see if the
thing you believe nakes a difference actually does make a difference
Experimental research has high prestige. It is the kind of research
for which nmoney is nost readily avail abl e.

Let us look quickly at survey research. In recent nonths we
have been concerned in M nnesota about the adequacy of staffing in
our institutions for the retarded. ©One can study the ratio of staff
to patients in institutions. A survey on this item m ght extend

across the country to include all institutions for the retarded.
Then we woul d have a basis for comparing our M nnesota situation
with the national "ratios." A fewyears ago | had reason to | ook

up results of such a survey conducted and published by the Nationa
Institute of Mental Health.

I think it is clear that in so-called survey research you
sinply seek information which will be useful in planning or in
deci si on naki ng; you are not attenpting imediately to influence
anything, nor are you attenpting any fundanental inquiry as to "what
causes what." Surveys can be made on alnost any topic. Results are
often useful, but this is not considered to be a very fundanenta
kind of effort in the whole gal axy of research endeavors.

Let us consider the correlational research. Here our concern
is to discover correlations anpng variables. W are asking
qguestions about real situations but we are not trying to influence
anything. W might ask: is there a tendency for comunities which
have fully devel oped special education prograns to send fewer
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youngsters to state institutions for the retarded than conmunities
whi ch do not have special education programs? W could nmake a
study of this, as indeed we have, to see whether there is a corre-
lation between institutional referral rate and the adequace of |oca
speci al education services. O, we might do studies to find what
vari abl es predict successful release from institutional placement.
In such research there is no attenpt to change anything. W sinply
study rel ationships or correl ations.

Obvi ously, correlational research is not fully satisfactory in
nost situations. Mere prediction is quite hollow, but it may give
some clues as to points at which interventions would be possible
and fruitful.

Anot her category of research according to classification by
met hodol ogy woul d be historical research. Just a few days ago
reviewed a proposal for a research project devel oped by one of ny
col | eagues at the University of Mnnesota. He proposed a very
large study of immgrant groups in this country covering the
begi nning parts of this century. His belief is that if a carefu
study of inmmgrant groups were nade, involving substantial know edge
of the background of groups, along with the information on the
probl ens they encountered in this country, it mght be possible to
sort out the ways by which some of them successfully managed for
t hensel ves in their new honel and. The research mi ght produce
insights useful in dealing with subgroups within our population
which are yet alienated or disaffiliated. H's hope is to find ways
of understandi ng how peopl e becone fully affiliated and successfu
in a conplex new culture. Qbviously, this study is not imediately
concerned with nental retardation. On the other hand it might
produce findings which would be useful to those of us who work in
the field of mental retardation.

So far we have touched briefly upon a variety of approaches to
research according to differences in nethodol ogy. Research may also
be classified in a nunber of other ways. Sonetimes a distinction is
made between what is called basic research and applied research
Many speeches are given urging nore support for "basic" research
This is research that has no inmediate applications but where the
researcher is sinply trying to understand the variables that inter-
relate or what factors have what effects. The researcher, as such,
is not interested in any particular form of application and indeed
may know very little about applied work. An exanple which comes to
mnd is sonme research devel oped out of a theory by Rotter which
suggests that nentally retarded individuals tend to be nore "outer

directed" than "inner directed." Involved is a concept of "locus
of control." The theory proposes that in normal child devel opnent
there is a tendency for children to become nore internal in their
locus of control. That is, they become nore ego involved in

behavi or, and they see thensel ves nore responsible for success and
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failure of events as conpared with the immature tendency to attri-
bute cause to forces external to thenselves. Devel opnent of
internal locus of control is said to be nore correlated with nental
age than with chronol ogi cal age, and so those who are |ow in nental
ability would be expected to have a special problemin devel opi ng
internal |ocus of control.

M/ point for present purposes is that sone of the studies are
not particularly concerned about whether the retarded ought Co be
"internal" or "external" in locus of control or how you would go
about influencing an individual's "locus of control." Qhers who
are nore applied in their orientation may come along and find this
research to be useful in explaining practical behavior in retarded
children. And eventually it nay formpart of the background for
new t eachi ng techni ques.

There is quite a lot of talk today about translating basic
research into applied research. And | think this is neaningful.
There are sone people who attenpt to stay in touch both with basic
research and with applied situations. | amin the field of educa-
tional psychology and | expect that one could define educational
psychol ogy in terns of translational role it plays between basic
psychol ogy or academ c psychol ogy and educati on.

One may al so classify research according to content or
substance or area of concern in the field of nental retardation.
For exanple, we often speak of bio-medical research, behavioral
research and educational research, etc. The reports of the
President's Panel on Mental Retardation were separated in terms
of these kinds of content differentiations.

A nunber of other approaches to research classification
m ght be nade. Indeed, the "types" of research are alnmost limt-
| ess. But what | have said nay be sufficient to establish that
research is greatly various in method, content and purpose.

Let us now shift our attention to denonstration projects.
Two nmai n categories or approaches rmay be identified here, both of
t hem concerned with using denmonstrati on nethods to di ssem nate
knowl edge. First, there are projects which represent a transition
fromresearch to denonstration. Wen research has led to a
di scovery which ought to be communicated to other specific groups
of peopl e, you may choose to handl e the comuni cation through a

denonstration project. You design an outstanding illustration of
your findings, along with good provision for observers, etc., so
that you can show just what it is you have discovered. It may be

a new method of teaching children or the application of some new

testing techniques or whatever. Fund-granting agencies which have
supported research for a period of time will often be observed to
shift sone of their funds to support of denonstration projects as

research projects come to fruition.
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| believe that we have underestimated the inportance of good
denonstration projects as a means of know edge di ssenination. |
al so believe that we have overesti mated the useful ness of technica
journal articles as a means of conmmunicating results of research.
Thus, 1 woul d hope that we can extend and inprove use of denonstra-
tion projects. It is inportant in organizing denonstration pro-
jects that resources and plans be carefully devel oped to do a good
job of communicating. This involves architectural considerations
so that people who are maki ng the observations of the denonstration
can be noved about and can see and hear well. It often involves
devel opnent of special audio-visual aids. It should involve fund-
ing of staff menbers who can be concerned mainly w th nanagenent
of all phases of observation and denonstration. Too often, | think
we've run so-called denonstration projects wth good support for
programs but with very thin attention to the job of communicating
effectively about the program

A second category of denonstration projects concerns sinply
the devel opnent of outstanding centers in a field and then maki ng
it possible for people to cone for visits, observations, and
limted participation. Hopefully, the observers return home with
inspiration and knowhow to inprove their own programs. This kind
of denonstration project may not grow out of specific research
Rather, it may involve the intensive application of the best known
t echni ques by especially conpetent people. It is likely that when
you concentrate extraordinarily conpetent people in a good facility,
the programto be developed will be a whale of a lot better than
that which is generally available and it will be useful to make it
into kind of a showpiece for others who are involved in a conparabl e
business. | think this is one justification of The Sheltering Arns
where we are nmeeting for this discussion. A variety of excellent
resour ces has been organi zed here to nmake available to our state and
region a denonstration of good educational practices with retarded
children and their famlies.

Sonetinmes the term"denonstration project” is used in an
i nappropriate way. Agencies start so-called denonstration projects
Wi thout paying particular attention to outstanding quality or with-
out basing their programon any particul ar research and with but
scant attention to needs for effective communication of results.
Very often these are sinply projects which are deserving of community
support but sone special funding is necessary to get them | aunched.
They are mainly concerned with getting [aunched and then to win
support from some agency. Wiere there is lack of provision for making
the programhighly visible to other professional people, | think it
is not appropriate to call these activities denonstration projects
inthe full and highest sense. Denonstration projects really ought
to be devel oped in places and under circunstances where sone specific
devel oprrent needs to be communi cated or where you are running an
extraordinarily good program Besides all of that, you have one-way
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vision screens and one-way audio situations and all else that is
necessary to comunicate effectively about your program  You
organi ze conferences, you give speeches and you make your staff
available to the comunity. Somehow or other you really build
into the operation the facilities and staff necessary to do a good
di ssem nation or conmunication job.

A great many difficult problenms exist in the research and
dermonstration aspects of our work. Let us consider a few of them

1) Financial Support:. Until very recently the anmount of
support for research relating to nental retardation was extrenely
limted. No private business or industry of the magnitude of
programs for the retarded could survive if so little investment in
its own devel opnent and inprovement was made. The situation is
| mproving now.

2) Personnel. For years the field of mental retardation was
a virtual desert as far as professional status was concerned. The
field was "deserted" by its professional comunity. Now, we face
vast shortages of needed personnel — including research workers
and it will take much time and effort to recruit and train the
needed specialists.

3) Facilities. Alnmost everywhere —in institutions for the
retarded and in universities where research mght be centered --
there is a lack of basic, raw space for research activities. In
addi tion, of course, there are problens of securing specialized
resources. Again the situation is inproving, but progress will be
gradual

A great many additional problens and issues mght be cited,
but perhaps the main practical problenms relate to finance,
personnel, and facilities. Fortunately, progress is being made
in solution of these problems -- mainly through |eadership of
federal agenci es.

Let ne close here with a brief restatement of what | said at
the outset. It is inportant that all persons working in the field
of mental retardation take a part in research -- in inquiry into
our field.
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SO0 AL ADJUSTMENT PRCBLEMS

M ss Dagny Johnson, M S W
School of Social V&rk
University of Mnnesota

As | have understood it, ny topic nay best be described as,
"The retarded adult: social adjustments, problens in the community,
social work and services to nentally retarded adults and their
parents." Because the word "social" seens to be a key word, |
turned to Webster's Dictionary to see how its significance m ght
be recogni zed there. | found: "That is social which pertains to
society in general or has to do with human interaction.” Thus,
we have a clue to why "social adjustments" of the retarded are and
shoul d be of concern to us all.

It is hard to understand the social problens and conditions
of adults without thinking about what has happened to them as
children. Ve tend to go along with the thought expressed in verse
15 of Psalm90 of the Ad Testanent which makes the follow ng
appeal to our Maker: "Satisfy us in the nmorning with a steadfast
love that we nay rejoice and be glad all our days." The inplica-
tion seens to be that what the adult's condition and ability to
enjoy life is depends to some extent on what he experienced as a
child. Perhaps nore and nore through the years we have to regard
oursel ves as having both ability and responsibility for "doing
sonet hing about it;" that is, for nmaking it possible for children
to have the care and experiences that provide opportunity for
happy chil dhood and adul thood. Wen we knew the needs of people
in general, we who are concerned about the retarded nust remenber
and remnd others that he is not an exception and that he has the
same needs and rights as other human bei ngs.

Wien | speak of the nentally retarded adult, | am speaking
about the "trainable" and "educable" or the "noderately retarded"
which is roughly equivalent to "trainable,” and the "mldly
retarded," which is roughly equivalent to the "educable." Accord-
ing to Leonard Mayo's article in the Encycl opedia of Social Wrk,
"It is estimated that there are 300,000 to 350,000 noderately
retarded capabl e of developing skills adequate for self protection
and seni-productive activity," and, "it is estimated that there
are five mllion mldly retarded who are frequently not distin-
gui shabl e fromnormal individuals until school age, when they are
often identified by their inability to naster ordinary school
subjects." Mst often the problens and possi bl e approaches to
these problens pertain to or are applicable to the trainable
rather than the educable. Perhaps the best | can do is offer sone
clues as to what nay be involved, as each situation and solution is
conpl ex and unique. V¢ are now aware that the solutions for the
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trainable as well as the educable nmentally retarded nust be found
in the comunity, in their hone, and in their ability to partici-
pate, rather than in the institutions or in our ability to take
total responsibility for them Findings of a study in New York
whi ch were published in 1957 show that two-thirds of all the former
public school pupils with intelligence quotients between 40 and 50
were living in the comunity whereas 26% were institutionalized.
Since institutional care is nore and nore regarded as a tenporary

plan for the nmentally retarded as well as the mentally ill, it
woul d appear that nore and are of the retarded including the nore
severely retarded are and will remain anbng us.

| often find statements to the effect that the biggest problem
of the mentally retarded is not the intellectual handicap, but
rat her what happens to hi mbecause of attitudes that do not nake
possible life experiences that encourage growth and devel opnent.
This is not to mnimze intellectual handi caps, but to encourage
alertness to other conditions and handi caps over which we nay have
sone control. A look at what has happened through the years
reveal s the inmportance of attitudes in deternining what is done for
retarded peopl e.

M | dred Thonpson states in her book PROLOGUE, "Perhaps by
| ooki ng back the greatest change which took place during ny tine
was in attitudes - of the fanmly, of the comunity, and of these
working with the retarded, in or out of institutions. The slogan,
"The retarded child can be hel ped,' has been accepted by nany and
some communities were providing treating facilities - religious,

educational, recreational - all giving socializing experiences.
Institutions were beconing centers for stimulating interest. A
retarded person whether of high or low nentality was a person in
his own right - not so considered by everyone as yet, but by a

nunmber that was fast increasing."

CGoi ng back farther in history, Stanley Powell Davies describes
attitudes in England and in the United States about 1910. The
report of the British Royal Commission in 1903 was the first conpre-
hensive study to reveal the close connection between retardation
and soci al inadequacy; however, at that time the focus becanme net
toinprove their social adequacy but to protect others from them
and their social inadequacy.

About 1910, the prevalent alarmin the United States concerning
retardationresulted in many states in the appointnment of special
i nvestigating conmi ssions, and in vigorous and well organized
canpai gns of publicity and legislative action directed toward the
provision of institutional facilities, sufficient to segregate all
defecti ves. Sol utions sought were sterilization and segregation.
As you knew both of these neasures were unsuccessful and unsatis-
factory as solutions for the problem of nental retardation.
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Attitudes expressed nmore recently are as follows: 1In 1958 a
soci al worker, Howard Kel man, stated: "W can no |onger speak with
scientific reverence of the retarded as being inherently delinquent
or immoral or capable of diluting the general intelligence |eve
of our popul ation through an ascri bed abundance of procreative
abilities. Nor can we in truth regard them all as hopel ess and
hel pl ess creatures incapable of positive social adaptations and
unable to make useful, though perhaps mpbdest, productive contri-
butions to the community."

Dr. Mayo states,"The nmentally retarded person should be
served with as little dislocation from his normal environment as
is consistent with the special character of his needs. These needs
should be met as close to his home as possible and in such a way as
to maintain his relationships with his famly and peers.”

Presi dent Kennedy's statenent regarding the need for a nationa
plan in nmental retardation states, "Qur goals should be to prevent
mental retardation. Failing this, we nust provide for the retarded
the sane opportunity to full social devel opnent that is the birth-
right of every American child."

In describing the goals of an independent-living rehabilitation
program Arthur Segal's attitude is that this multi-disciplinary
service is "designed to help nentally retarded adults live as
adequately as possible in their own homes or in foster homes. The
programis built around the belief that in npst instances the
mentally retarded need not be institutionalized - furthernore, that
they have a right to grow enotionally and devel op as much indepen-
dence as possible."

In these nore recently expressed attitudes of specialists and
| eaders, we have the basis for a new approach to mental retardation.
W no longer |ook to mass approaches to the problembut rather to
a variety of approaches that convey a hopeful ness and expectation
that a retarded person can participate in finding solutions for his
probl ems. W know that in spite of these expressions of confidence
in the retarded human bei ng, professional people and the genera
public remain anbivalent. W say that this is a denmbcracy and that
all people have rights and yet we need to guard agai nst naking
exceptions to this when we consider the retarded adult. Undoubt edly there
are many reasons for this, some of which may have to do with our
| ack of know edge and our failure to individualize.

VWen we consider what attitudes are or have been, it doesn't
rule out the possibility that there were and are great differences
anmong individuals in attitudes. Stanley Powell Davies gives an
exanpl e fromDi ckens' book, Little Dorit, in which Dickens gives a
description of a nentally retarded individual which is in accord
wi th nodern under st andi ng. Anot her exanple of an attitude expressed
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inliterature before 1914 may be found in Edgar Lee Master's,
Spoon Ri ver Anthology. WIIlie Pennington's epilogue is as follows:

"They called me the weakling, the sinpleton

For ny brothers were strong and beautiful,

Wile I, the last child of parents who had aged,

Inherited only their residue of power.

But they, ny brothers, were eaten up in the fury of the flesh,
which | had not,

Made pulp in the activity of the senses, which | have not,

Har dened by the growth of the lusts, which | had net,

Through naki ng names and riches for thensel ves.

Then |, the weak one, the sinpleton,

Resting in a little corner of life,

Saw a vision, and through ne nany saw the vi sion,

Not knowi ng it was through mne.

Thus a tree sprang

Fromme, a nustard seed."

Perhaps many nentally retarded in the past have benefited from
attitudes such as these. However, larger nunbers were affected in
avital way by attitudes and actions of |eaders who regarded handi -
capped people as a menace and a threat. Today, | believe that
| eaders convey that the nentally retarded person has becorme one of
us; he has become a human being. ne of the things that has hel ped
nmany recogni ze the retarded as hunan bei ngs has been to knew
i ndi vidual s who are retarded - to knew children and adults who are
retarded and to knew a good deal about them Wen we do, we can
see how each one is unique in his ability to respond and to |earn.

If we are really going to be of help to the nentally retarded,
we need to know somet hing about the problemareas in order to under-
stand what can be expected and where hel p may be needed. | shall

deal briefly with a few probl em areas which seemnost inportant to
ne.

The nmentally retarded sonetimes remain children |onger and may
in some ways renain as dependent na children all of their |ives.
This is especially true of those who tend to be |abel ed trai nabl e.
In speaking of the famly group, sociol ogists have pointed out that
dependency of children on their parents nmust be tenporary rather
than permanent. They point out that a fanmly should in due course
hel p in emanci pating the child fromhis dependency on his fanily.
Parents who have come to understand and accept the greater depen-
dency needs of a retarded child sometines go overboard in their
effort to fulfill parental responsibility. Help is often needed in
assessing what is hel pful and what is reasonable to expect of them
Fanmilies are snmaller, hones are smaller, all menbers nust neet nany
needs outside the home. Thus help in the home and activities out-
side the honme may make it possible for the nore dependent adult
retardate to remain in his own hore.



116

Two sources of information pertaining to the trainable adults
that are nost hel pful in considering what night be the speci al
problens in maturation and i n dependency are the M nnesota Confer-
ence Comm ttee bookl et, How They are G own whi ch was published by
the Departnment of Public Wl fare in Mnnesota and a book about
whi ch you already know, Laura Dittrman's, The Mental |y Retarded
Child At Home. Ms. Dttman has a section on adol escence deal i ng
wi th probl ens which nay continue into the young adult years. She
poi nts out that the needs of the adol escent person are to be on
his own and to have continued cl ose supervision. This conflict is
not unusual for any teenager. Cher needs nentioned which are
i nportant when we want to hel p and when we want to provide
resources in the conmunity are as follows: Gowh in social know
hew, |earning useful work, and anple recreation and |eisuretine
outlets. Thus, while we recogni ze their greater dependence on the
parents and fam |y we nust al so recogni ze their need and ability
to be, or to learn to be, independent in many respects.

The New York study showed that nost parents had given
consi derabl e thought to the future of the retarded adult know ng
that the tine would cone when they could no longer care for their
retarded famly menber. Mst parents had nmade nore or less definite
arrangenents to keep the retarded person in the community usually
expecting that hie siblings would be able to take care of him In
M nnesota state guardi anship is one of the possible previsions for
havi ng a social agency assune responsi bility when a parent can no
| onger do so.

Anot her problemof the mentally retarded adult nmay be a poor
sel f-concept. According to Elsie Stephens, "Hs fanily, friends,
and acquai ntances often attenpt to force the fact of his |ow
intelligence upon him They are likely to nake the retarded person
a scapegoat for the fears that all people harbor about their own
i nadequacy. Because our culture places great val ue en Mental
prowess, many persons who fall short of their ideals tend to take
out their frustration on others. The victins are often individuals
who represent their worst fears. The fact that an aversion toward
nmental defectiveness is alnmost universal, is evidence of the
extensi veness of the fear. These feelings of aversion are
apparently incorporated by the defective hinself. Until the patient
is separated fromthis fear-ridden image of hinself, he will con-
ti nue an excessive use of denial as a defense, which, in turn,
interferes with maxi mrum adjustment. It can al so be a pre-disposing
factor to physical and/or nental illness or to precipitating hid
into anti-social conduct which may bring himinto conflict with the
[ aw "

Howar d Kel men states that, "On the whole, he lives a life
nmarked by frustration, social constriction, and with constant and
all too obvious remnders of his failure as a human being. The
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retarded person is not as we knew, wthout feelings, sensitivities
and an awareness of hew society values hie. He receives these
perceptions «£ the world in kind and views quite accurately the
role into which he has been cast. He is then further penalized
and castigated by the very sane val ue system and social institu-
tions whi ch have made hi mwhat he is."

I n describing the problens of delinquent girls, Ms. Konopka
states, "Popularity has a hi gh val ue anong adol escent girls,
especi al |y those excessively dependent on peer acceptance for a
feeling of self worth, Awvoid left by lack of friends is usually
filled with a love relationship or through the crowd."

Thus we have a problem for the retarded which can only be
sol ved by our own self awareness and education plus provision for
experiences that may contribute to feelings of being valued as a
per son.

Anot her problemwhich is certainly related to others mght be
worth nentioning; this is isolation. According to the New York
study about half of the severely retarded adults were able to
communicate in a limted way with other fanily menbers without
devel opi ng a genuine give and take relationship. Mnimal relation-
shi ps, nechani cal obedi ence to coomands, and, in a few cases, an
al nost "vegetabl e" kind of existence was said to characterize the
remai ning one fourth of the cases studied.

It was concluded that their nmental handicap together wth
their inability to get around by thenselves interfered with their
ability to keep friends of their own. Only one half of all the
former pupils were said to have friends. The majority of friends
of the retarded were of normal intelligence and either the same
age or elder than the retarded adult. Age played a role, however,
inas far as the elder retarded found it nere difficult to nake
and keep friends than the younger ones. Parental attitudes,
accept ance and rejection, encouragerent of independent behavior or
ever protection were equally inportant in deternining the socia
life of the retarded.

Qur ability to accept the mentally retarded nmay depend greatly
on whether or not their behavior is socially acceptable. There
seens to be wi de acceptance and consi derabl e evidence that consis-
tent training and a generally satisfying life situation nmake it
possible for the mentally retarded person to behave in a socially
acceptabl e way. The bookl et, Now They Are G own, contains the
follow ng statement: "The individual who is classed as trainable
does not develop nentally and often does not devel op physically in
the sane nanner as do nornal persons, nor does he have the sane
interests. He will not be able to take on the same responsibili -
ties. V& know he can be helped to have interests satisfying to him
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that he may be trained to behave in an acceptable way and that he
may be taught to accept responsibilities which he is capable of
handling. W also knew that he can be accepted, understood,
respected, and enjoyed by others. But he can only be so to the
degree that one accepts himtotally end realistically, with his
limtations as well as his capabilities.”

According to the New York study, nost parents felt that their
retarded child was easy to get along with and presented no naj or
difficulties. Mst parents felt that the child could be Ieft
alone safely while a few were concerned with what sight happen.
Concerns were expressed nostly about sexual exploitation:
"Retarded girls may pernit strange nen to enter the house and take
advantage of their ignorance.” In a large ngjority of cases, the
| ack of parental concern appearsjustified. Mst of the retarded
had apparently learned to keep out of trouble as indicated by the
smal | nunber of accidents occurring at hone.

Wien we speak of socially acceptabl e behavior, we often are
concerned about the mentally retarded person's interest in the
opposite sex. In speaking of the teenager, Laura Dittman states:
"Parents of all adol escents struggle to find mddle ground in their
actions and feelings about hew and when beys and girls get together.
Wien there is retardation, parents are even nore deeply concerned
since they feel the consequence of adult sexual drives w th youths

who are still children in judgnent, know edge and ability to con-
trol. They may also fear that their own child nmay be taken
advantage of by others. It is inportant to recognize that respon-

sible parents of all teenagers have these sane fears; at the same
time accepting that the problemmmay be even greater for the
retarded. "

"There are nany retarded teenagers who do net seek or desire
intinmacy, who are interested in others but wthout the sexual
attraction as a factor. They continue to select friends from
their own sex. Chers nmay closely natch the nornal adol escent in
awakeni ng interest in those of the opposite sex. For these, our
job as parents and citizens nust be to hel p provi de acceptable
outlets for sexual desires, channel energy into other activity,
and to hel p the adol escent control his own action. In nany cases,
this anounts to a continued need to supervise and watch over."

Ms. Dttrman also points out that teenagers want rul es of
conduct and etiquette. They make up their own if society does not
make them clear and meani ngful. Even though novi es and nagazi nes
show extremes of behavior, today's teenager searches for rules
which will tell himwhat to do, what is right. Lessons can be
given in the sinplest things: howto behave at a dance, howto
i ntroduce people, hewto use a tel ephone, to hold the girl's coat,
and so on.
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Agai n when we speak of socially acceptable behavior, we are
often concerned about whether or net the retarded person may
becone delinquent. Dr. Lawsen G Lewy has been quoted as concl u-
ding that, "intelligence is only one of the many factors which may
produce objectionable reactions,” and that, "factors of personality,
the integration of the enotional and instinctual life and in the
social situation are far nore inportant than a nere question of
intelligence." Stanley Davies concludes as have many others, that
the nentally retarded frequently come from peer environnents and
are deprived of opportunities for whol esome contacts and are
therefore nore likely to cone under influence that will |ead them
i n delinquent ways.

According to the New York study, in spite of the fact that
many retarded ventured out by thenselves, few get into any trouble
Leaving out those who get lost or ran away, only 7%had gotten into
any trouble that mght have been of concern to neighborhood.
Moreover, nost offenses were of a mnor order, such as vagrancy,
or peddling without a Iicense. Parental statements were substan-
tiated by police records which yielded identical figures of
retarded adults who had gotten into trouble. Thus it would appear
that many factors other than mental retardation contribute to the
possi bilitythat anental | yretardedpersonn ght hgkenpéiaiss) et inguent .

8eme Sone of t he probl ens of thenental |y retardedperson, suchas
mental illness, poverty and unenpl oyment are now w dely recognized
&8 problems &f mefienzl cencern spd s preblems thet the mentally
retarded persen sharee with many ethers. Ssrases and Gledwin
peint eut that the incidence ¢f psychesis im the mentally defective
pepulatien is apparently much higher ther in the gemersl pepulatien.
Thie i8 understandsble vhen ene reads the fellewing definitien of
sentel heslth by Juliuse Schreiber: "Heslthy living er mentsl
heslth - mezns that sn individusl bas found & ressengkle measure
of pesce with himself and with his envirensent. It mesns that an
individual is sble te pursue ressenshle, purpsseful gesls; wmay
use his cepscities and talemts fruitfully; experiesnces & serse of
security, ¢f belenging, &f being respected; his knewledge that he
is liked er leved sud wezted; has & sense of self respect, of self
reiisnce &nd schievement; gnd, in sdditien, has leirned te respect
ethers, sccept ethears, te leve ethers, te live fsirly gmd in peace
with ethers.” This is difficult te schieve fer any ef us and
paxticulerly fer gnyene whe is hardicapped by his ewn deficilences
ag well as the sttitudes of athers.

In speaking of |earning opportunities so necessary to sdequate
devel opnent of intelligence, Dr. Mayo states "The inferior
performance of slumarea children is believed to be related to
four broad influences in their developnent: 1) lack of notivation
2) a home that fails to devel op adequate modes of thinking and
perceiving, 3) famly structure that is enotionally crippled and
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4) lack of adequate social facilities is health, education and
wel fare." Thus, in poverty situations we find nore children who
appear nental ly retarded.

Regar di ng enpl oynent of the retarded, Mss M| dred Thonson
nmakes the following significant statenent, "I fear that the
unenpl oynent problemwi || be nore acute for the retarded than for
others. This is certainly an area where research, vision and
ingenuity will be needed to nake certain that occupation is
provided - as without it, delinquency will certainly increase."
She al so expresses concern about what the future will hold for
persons who are in the higher levels of retardation. She states
that certainly they will be nore understood and receive inproved
training. Wthout doubt, many once considered retarded will be
found not to be as retarded as in the past.

The New York study showed that 27%of those severely retarded
residing in the coomunity worked for pay. In addition 9% had
previ ously worked but were without paid jobs. Thus we have
i ndividuals in the commnity who want to work and who are able to
do sone kinds of work but who are increasingly unable to conpete
for enpl oyment. For sone,, day activity centers or sheltered work-
shops nay be the answer.

Havi ng looked in a broad way at problens as they may be of
concern to the nmentally retarded person and his fanmly or to the
community in general, | would like to give sone consideration to
ways in which the social worker ussy attenpt to help. Social
workers in general are concerned with social functioning which
represents the interplay between the social environment and the
i ndividual - each of which is a conmposite of various forces. Helen
Per | man descri bes conmmon ways in which a social caseworker may be
a hel pi ng person, "W help the client to knownore clearly and
surely what he wants and theft what he must do to get it; to
nmobi lize his energy and stretch hinself for attaining goals with
realistic hopes; to express and share the feelings which bl ock or
drain his energies; to see hinself and his problemand its sol ution
with greater clarity and realism to focus on one part of a problem
at atinme, to feel safe and at one with the person who conbi nes
conpassi on wi th conpetence; to gain know how, to exercise considera-
tion and wei ghi ng of choices and decisions; to take trial action on
the basis of increased security, know edge, and provision." She
al so states that the goal for each specific client nust be uni que
to himand to his situation.

Anot her soci al worker, Florence Hollis, states: "Pl anned
hel p by the casework method involves the fullest participation of
which the client is capable. Casework treatment, thus, does not
do to people or for people, but instead, consists of working with
them |In many situations casework treatnment rmay be given in
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collaboration with other kinds of professional services or the
casewor ker may consult with nenbers of other professions.” In the
field of mental retardation it seens essential that the social

wor ker col | aborate with nenbers of other disciplines.

In describing working with the nentally retarded adult in a
rehabilitation setting, Arthur Segal describes the handling of an
enotional crisis in the workshop. He states "At that time the
caseworker is in the best position to help the enrollee to view
the situation he has just experienced, to deal with the envotions
he is expressing and to clarify the circunstances surrounding the
incident." He goes on to point out that a time interval between
the incident and the discussion gives the client time to solidify
his defenses and nmakes it harder to use the episode constructively.

The social group worker on the other hand, "assunes an active
role at the start helping the enrollee to feel confortable in the
group, to discover his role in the group, to realize his strengths
and to relate directly to other nenbers.” As his self confidence
grows, the enrollee finds hinself able to reach out to his peers.
Hs identification with the group leads to the devel opnment of
group goals and a structure within which to work. He helps to
devel op group norns and takes part in the election of officers.

He takes pride in his group acconplishnents.

Social workers may function as admnistrators, as comunity
organi zers, or as consultants in avariety of settings in order
to contribute to attaining goals that are being recogni zed as
inportant for the nentally retarded. However, the responsibility
for attaining goals is not the social worker's alone, but bel ongs
to every agency, profession, and individual who is concerned about
human wel f are.

Presi dent Kennedy's panel on retardation concluded that "The
richer and nore easily available all services becone, the |ess need
for special services for the retarded. Even if there were no need
for econony, the conviction that the retarded shoul d be viewed as
a part of, rather than apart from their fellowcitizens woul d be
sufficient reason to advocate that wherever a general Betting or
service or a general law can properly and effectively enbrace the
retarded person it should do so."

To quote froma statement by President Kennedy, "Prior to
1950 relatively little attention was directed to the probl em of
nmental retardation by either the federal or state governnents or
in fact by private groups. During the past decade, however,
increased interest and activity have been stinulated by a few
foundations, by the denmands of parents, by interested lay and
prof essional groups and by menbers of |egislative bodies who have
been convinced of the urgent need of progress in this field."
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According to Dr. Mayo, the concept of area centers for the
retarded is now comng to the fore. He describes the center as a
groupi ng of specialized resources serving as a concentration point
for services to the retarded of a specified geographical area.
Problens of the retarded can be viewed in the context of his age
group, of the famly, or of society as a whole. Wen we are in
the position of helping a particular retarded person, problens related
to his age group and famly are nost meani ngful to him

As you know, there have been sone |laws already put into
effect as a result of the 95 recommendati ons of President Kennedy's
panel on retardation. Many of the recomrendati ons are the
basis for legislative goals. Mst of the provisions pertain
to children. Sone pertain to training, facilities and salary in
away that will certainly also affect the mentally retarded adults.
Sorre pertain to the assessnent of services and prograns to meet
enpl oynent needs and to assure that the needs of the nentally
retarded will be given appropriate attention and priority. Such
assessnent is the responsibility of the Departnent of Labor and
the Vocational Rehabilitation Admnistration. Thus, we have sone
exciting changes taking place and nuch reason to be optimstic
about the progress being nmade. There are still, however, many
serious problenms for the retarded both in attitudes and | ack of
services. Both the nentally retarded and "society” wll benefit
fromcontinuing attention to them
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THE RCLE CF | NSTI TUTI ONS

M. Arnold Q uber
Acting Drector
Hennepi n GCounty Vel fare Depart nent

In discussing institutional aspects of the probl em of mental
retardation, | will be speaking in a sort of panoramc way. Over the
past twenty-five years or so, ny concern with retardati on has been
froma nunber of different vantage points - as a caseworker in one
county, as a director in another rural county, and for several years
as director of the division responsible for public wel fare services
to the nentally retarded here in Hennepin County, and nost recently
as assistant admnistrator of the largest urban public welfare agency.
Sone twenty-five years ago, there was a group of inter-related fam -
lies along the Mnnesota-South Dakota border near where | was worKki ng.
At that tinme, Mnnesota already had a substantial tradition and
approach to providing public services and assum ng public responsibi -
lities for the nentally retarded. |In those days - 1939, 1940, and
the imrediate pre-Vorld War 1l years, it was quite common practice in
the agricultural areas of the state to look to state institutions for
the nentally retarded as a source of inexpensive farmlabor. Young
men in the late teens and early twenties were quite routinely placed
on supervised farmjobs with sone insignificant salary of ten or
fifteen dollars a nonth paid for their limted | abors, and often
times they were cheated and taken advantage of in terns of their
earnings fromthose |abors. Supervision of the retarded was a basic
responsibility of each county welfare departnent. The county Wl fare
departnents were rel atively new agenci es thensel ves at that tine;
officially, the county welfare systemof public welfare in Mnnesota
had just started on the first of July, 1937. The functions of
services to the nentally retarded outside of institutions had been
del egated by law fromthe old county child wel fare boards, a group of
peopl e serving in appointed roles w thout conpensation, to the county
wel fare departments as agents of the director, nowthe Conmm ssi oner
of Public Wlfare of the state. This date of 1937 was significant
because this was a followup in the respective states to inpl enent
the Social Security Act, which had been passed by Congress in August
of 1935. This necessitated special sessions of state legislatures in
many states, including Mnnesota, to create newprograns and |laws to
take advantage for the first time of such things as the categorical
aid prograns - Add Age Assistance, Aid to Dependent Children, Aidto
the Blind, and later on sone of the new categories. Included in this
programwas the del egation of responsibility by the Comm ssioner to
counties to serve as his agent on behalf of any nentally retarded
ward residing in their respective counties.

VW in Mnnesota preceded nost states in assumng a responsibility
for the care and support of a nentally retarded individual who, upon
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due legal commitnent in the probate court of the county of settlenent
or residence, becanme the financial and custodial responsibility of
the state of Mnnesota upon his admssion into the state institution
W have the historic institutions of course - Faribault, Canbridge,
nore recently Brainerd and sone of the annexes for defective delin-
quents at the St.Qdoud correctional facility (which has recently been
di ssolved) and the small annex in relationship to the Reformatory for
Wnen at Shakopee. It was basic that the county, upon receiving a
referral, anticipating that a child or adult mght be nentally
retarded as arbitrarily classified in terns of psychol ogical test
results, would be conmtted as a condition of being adntted to a
state custodial school or facility. Commitnent had a nunber of

uni que, interesting, and, | think, pioneering purposes.in itself.
Traditionally, we would say to the famly that the two mai n purposes
of coomitrment are: first, to secure a valid position on the waiting
list for admssion to the institution, and secondly, to provide somne
i nsurance or assurance to the parents and famly nenbers that if any-
thi ng happened to them so they were unable to exercise their parental
responsibility on behal f of the dependent, retarded individual, they
mght be assured that the process of legal conmtment as nentally
retarded woul d provide an unbrella of protection for the retarded son,
daughter, or relative under the nane of the state of Mnnesota and
the county in which they lived; they need not worry about him There
are a nunber of other advantages and uni que aspects of this commt-
ment than for purposes of getting on the waiting list and adm ssion
to the institution. It set a pattern, a precedent of financial
liability. It was a transfer of financial responsibility fromthe
famly to the state; this financial responsibility began on the day
the person entered the institution and continued as long as he m ght
be there. It was quite typical as recently as, say, ten years ago,
for the famly and the county wel fare department and the state all

to recogni ze the nutual benefits, financially, of waiting patiently
for the institutional space. This pattern remained essentially the
sane over the past twenty-five years. Routinely, you nust informthe
famly, "Yes, there will be a waiting period of two to three years -
nore likely three, and possibly nmore - but it is worth waiting for
and eventual |y space will be offered in the institution." W had,

in Mnnesota, a very outstanding, pioneering person - | don't think
she would mnd ny nmaking a personal reference to her - our venerated
Dr. Mldred Thonmson. Her viewwas that this is a "tight ship, no
nonkey business.” This is a serious responsibility, to serve as the
guardian of mentally retarded wards. The waiting list for adm ssion
is secret. We, the state of M nnesota, nust exercise to the best of
our ability this responsibility. Social workers out in the various

counties were to keep her informed in detail about what went on in

the adjustnent of the retarded ward - his community rel ationshi ps,

his social activities, his personal behavior. W used to ship naterial
by the basketful, alnost, to the state office. Dr. Thonson was dedi-
cated to protecting, serving, hel ping, inproving public understanding,
and inproving the lot of the nentally retarded individual. | think
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a permanent place in social history nust be given to MIIlie Thonson
and t he pi oneering work she did here.

I think of sone other significant happenings. | recall the
adm ni stration of Governor Youngdahl and the social reforns that he
instituted here, not only in mental retardation, but in mental
health; 1 recall the rather dramatic date when the restraints were
renoved frompatients in mental hospitals once and forever. |
remenber, too, his concern for the continuing probl emof keeping a
"finger in the dike," building a fewnore w ngs and annexes, trying
to keep up with the popul ation increase, and never, never mnaking
much progress in the swelling waiting list of two to three or nore
years. Everyone recogni zed the state's responsibility but never
wanted to change it particularly. The alternative meant a transfer
of greater responsibility to the famly or to the local comrunities
whi ch, up until about 1950, were relatively indifferent to any par-
ticular concern for the retarded. The retarded were social msfits
to nost famlies, often kept hidden away. 1950 | recall as a
significant landmark for the change that has taken place since.
This was the year when a group of parents, wth sonme behind-the-
scenes encouragemnent, help, and direction fromM I dred Thonson,
organi zed the early hunbl e begi nnings of the first parents' associ-
ation for retarded children, which went on to becorme the M nneapolis
Associ ation for Retarded Children, the Mnnesota Association, and
eventual |y the National Association for Retarded Children. Today
this is one of the nost significant, nost effective, and nost dedi-
cated vol unteer, non-profit groups in operation. | recall vividly
that in those early organi zational days we social workers were
quite skeptical as to what kind of organized pressure group and
conpl ai ning group was devel opi ng, and were wonderi ng how we were
going to cope with themas they becane stronger and nore settled in
their purpose. Wth some enbarrassnent and sone pride, | think back
now and see how we were able to coordinate our goals, interests,
prograns, and purposes with theirs, and how it has worked across the
nation to the advantage of the retarded and has led to so nmuch
significant legislation at state and national |evels.

I"'m sure some of you have already visited the institutions,
especially Faribault and Canbridge, the traditional too-large, run-
down, under-financed, over-crowded, under-staffed institutional
settings that we, with considerable shame, call our nodern public
state-operated institutions for the retarded. Just yesterday, |
noticed in the paper reference to the governor's message and
recommendation that funds be appropriated to provide sonething |ike
570 additional staff positions. | can tell you from personal
experi ence that every one of those positions is needed, and a good
many nore. This is a sad reflection on our state performance.
Today the waiting list is still as great, and, if anything, | think
the probl ens and the pressures are greater.
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During these past twenty-five years, we have seen a radica
change in the philosophy about institutions. W have seen the so-
cal |l ed orphanages for young dependent or neglected children liter-
ally disappear. W have seen institutions up-date their purposes
and the old, traditional reasons for existence have changed
radically. Today, an institution of any kind has little justifica-
tion for existence unless it is carrying on a specific program W
saw the old state public school at Owatonna, which was for dependent
wards of the state - usually normal children who were deprived of
parental care and support, but not suitable for adoption because of
their age - close down in about 1943. The state wards were pl aced
through their counties of settlenent in a variety of foster hones,
adoptive homes, and non-institutional settings. The facility at
Owat onna then becanme a residential school for educable nentally
retarded children. W saw several church-related and private insti-
tutions for children change their progranms. One | amvery famliar
with is the Vasa Children's Hone at Red Wng. As they |looked at the
vari ous needs they settled on a new program of services to the
nentally retarded infant and young child who needed protective,
custodial services. |In order to be admtted, the child had to be
conmitted and on the waiting list for adm ssion to Faribault, and
at the tine space becane available in Faribault, he had to be
transferred. If the famly for various reasons decided to pass up
the avail abl e space, then the facility at Vasa could no |onger be
used for the child. This policy was dictated in large part by
finances. Having a child placed in Faribault neant that the famly
woul d pay only a token ampunt, less than $10 a nonth. There have
been various attenpts to develop a formula for famly participation
in the institutional cost, which is about 8125 per nonth per capita.
Now it is about $10 a nonth "head tax" assessed against the counties.
As long as the state was paying the cost through |egislative appro-
priations, no one could criticize sonething for which he wasn't
payi ng. \Wen you start dream ng up better nethods and devel opi ng
better resources, then it pinches sonewhere in terns of who is going
to pay for it. Wth the devel opnent of parent groups and the
consequent greater openness about admitting having a retarded child,
t hi ngs began to change. Today's concept of the role of institutional
care has changed, too.

Today we are raising serious questions about continuing the old,
obsol ete concept of commitnent of the retarded person. Really, what
pur pose does it serve? If it is only to provide a place on the
waiting list, should there be a waiting list? |Is there sonme way
that the tax appropriations of the state could be distributed in
sone nore equitable, fair fashion to encourage the devel opnent of
alternative, local community resources? A famly may be told, "You
nmust sonehow get along with your retarded child for another two and
a half years, even though it nmay be damaging to the famly relation-
ships or inpede the normal growth and devel opment of other children
it's your problem if you can't live with it, you figure out sone
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ot her way of managing until the day arrives that your nanme is
reached on the waiting list." Cbviously this is not a very practi -
cal or happy solution. Child welfare prograns and foster placenent
progranms of social agencies have becone nore sophisticated and nore
wi de-spread. It becane obvious that a foster home might be the
answer in certain enmergencies, if space could not be provided in
the state institution. So we have seen, here in Hennepin County

and in other counties as well, the devel opment of auxiliary or
"standby" foster hone placenments for children who nust, for nedica
or social reasons, be renpved at once fromtheir own hones. In

Hennepi n County we have about 250 retarded children placed in

i censed foster hones, presumably under guardianship and on the
waiting list for space in a state institution, but increasingly,

we are questioning the validity and the necessity of commtnent.

W have concluded that if our only purpose is to naintain some kind
of a financial restriction over the fanmlies' choices, it doesn't
merit continuing it.

We have seen the devel opment of |aws which nake it mandatory
for the school district to provide public school special class
facilities to the educable child and which provide financial induce-
ments for the school district to devel op, on an optional basis,
special classes for the trainable retarded. W have seen the |egis-
lature accept sone responsibility for encouraging day activity
centers for the retarded. This began with a nodest appropriation
for a two year pilot denmonstration project. Then, the pilot aspect
was renoved and sonething |ike $155,000 was appropriated to encourage
the devel opment of day care facilities for the retarded. Qite a
nunber of these have been opened, sone for preschool groups and sone
for older groups. The current nessage of the governor provides for
a substantial increase again - sonething |ike $550,000. W have seen,
on the Federal Ilevel, influenced by the trenendous personal popularity
of President Kennedy and his personal interest in retardation, a
tremendous legislative interest at the Congressional |[evel

W have here in Mnnesota a conbination of many things which |
feel are strong, good, and unique, and sone residual carry-over of
things that are pretty obsolete. M own agency, as the I|argest
urban public welfare department, has a sufficient caseload of nentally
retarded to justify a highly specialized approach. W are serving a
group of approxinmately 1200 mentally retarded adults and children in
the community, plus what we technically refer to as a "suspended case-
| oad" of approximately an equal number in the institutions. W have
a group of approximately fifteen full tine staff people who are
dedicated to the proposition that serving the mentally retarded is
the nost inportant field of social work. Many of these people have
literally made a lifetinme career in just this one area of service.

One aspect of our approach is the recognition that many of these
peopl e who were placed in institutions ten or fifteen years ago m ght
get along all right back in their conmunity now, as adults, if they
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could apply their physical maturity to the sinple jobs such as work
in kitchens, bakeries, laundries. Mny of them are already doing

this work in the institutions. |If soneone would take the tinme to
follow through and find appropriate placenent for them in the conmu-
nity, many of them could get along quite well, under supervised

sheltered conditions. The typical caseworker has a mxture of

adult and child cases, but many of the adult retarded are individuals
who have spent some years in the institution and who have come back
to the conmunity. Actually we have sone nentally retarded wards -«
currently in the comunity under the supervision of a caseworker
earni ng nore noney than the caseworker probably earns hinmself. W
have wards wi th bank saving accounts (usually in joint saving
accounts with the assigned caseworker) which have accunul ated to
amounts that are quite amazing. | can think of several that have
been nore than $12,000 to $14, 000, frugally saved and put aside to
earn interest, often in the hope that soneday they would be pernmitted
to marry and establish their own households. This raises a lot of
other interesting problems. An agency as large as ours permts

speci alization. W have one man, M. Prosnick, who specializes ful
tinme in finding appropriate enploynent for mentally retarded and

sone nentally ill persons. He has a consistent record of about six
or eight new job placenents of retarded persons each nonth, and has

a cunul ative case load now of about two hundred retarded individuals
who are working in Mnneapolis or its vicinity, generally doing very
well on the job, usually conpletely self-supporting, reasonably happy
and productive as citizens and residents of the conmmunity. They have

counterparts who are still in the state institution because there
isn't sonme formal organized effort to bring them out and because
there is sone problemof how to finance a care plan. In 1957

M nnesota somewhat bel atedly accepted the opportunity to establish a
new categorical aid or public assistance programcalled Aid to the
Permanently and Totally Disabled, aid to a person who literally
requires the care, help, or assistance of another person at |east
part of the time. A person who is able personally to come into the
office to file an application or inquire about it is likely ineli-
gible by virtue of the fact that he got there under his own power.
This program provided a very limted resource, the extent of only
$70 a nonth. But this resource since 1957 has been an added
incentive for bringing back to the community many nmental ly retarded
persons who woul d have had no resources otherwi se. This grant has
often served as "seed noney" to bring out sonme kind of supplenmenta
resource either through |ocal general assistance from one of the
townshi ps or nunicipalities, or Social Security, Ad Age and
Survivors' |Insurance. Sone conbination of these things has often
made it possible to finance the local living arrangenents and thus
make possible a community adjustment.

What of institutions for the future? | am convinced that we
are never going to get sufficient |egislative appropriations to
build the additional state facilities, to nodernize the existing
ones, to staff themthe way they should be staffed, to absorb the
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addi ti onal popul ation increase in Mnnesota, even if we felt
institutional care was the best thing. | think it might be prefer-
able for many of the retarded if we could convince the |egislature
to participate financially with [ocal communities in devel oping

| ocal resources where the person has residence, where his fanily

and relatives and friends and happy nenories are |ocated, and devel op
~various kinds of local alternatives to institutions. Vasa is an
exanple of a facility developed with church support; we have another
exanpl e of this .in Lake Park-WIld Rice, which serves primarily the
school age retardate with enotional problems. W have seen the

devel opnment under private auspices of sone snmall private institutions
or oversized foster homes.

Di scussi on period:

Question: Could you give us a little nore background about the
changes in the guardi anship |aw which are being considered?

Answer: I'mnot sure | can give you nuch of the technical and
| egal arguments, but in recent years, the question has arisen as to
just what the purpose of conmmitnent is other than to serve as a
device for maintaining the waiting list for admission to a state

institution. If sone real energency arises and if space can possibly
be provided in already overcrowded situations, the emergency in

itself will permt consideration of placenment and whether the person
is on the waiting list or not won't make rnuch difference. [ronically,

I think back to the efforts put in to educate the nedical profession
about the advantages of guardianship, in the past, and nowit is

often the doctor who urges this at the very time that we are exploring
the idea of abandoning the guardianship process. Many attorneys have
rai sed questions about the extent to which the civil rights of the

i ndi vidual are being inposed on, because commitnent has neant that at
the time the court declares the person to be retarded and a ward of
the Commi ssioner of Welfare, the commtnent remains in effect for the

life of the individual unless revoked by the court itself. In our
nodern day and age, conmitment as a |legal protection is perhaps
super fluous, because society today should be and, | think, is

responsi ve enough to want to neet the needs of any person dependent

at a given nmonent; the fact that one nay or may not be retarded is
incidental. As human beings, as citizens, as residents, they are
entitled to the sanme kinds of protection, help, and service as anyone
el se. The pendulum seens to be turning. Some states, ironically
enough, are just starting to discover commitment procedures at a tine
when we in Mnnesota are seriously considering whether they should be
abandoned as out noded. | feel that it really serves no good purpose
any nore. It labels a person, it inplies a dependency of a permanent
lifetime total nature, it has renmoved from the person a nunber of
basic rights and privileges enjoyed by other nornmal citizens - the
question of the right to marry, the right to own and operate an

aut onobi | e. :
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Question: What can a famly do after a child is in the
institution if they feel that he should be returned to the comunity
or hone? Do they have anything to gay about it?

Answer: When a child is in an institution, there is a continu-
ing |iaison between institution, famly, and social agency - usually
the county wel fare departnent - for questions |ike vacations, visits,
or perhaps coming out for an extended period. Usually, this poses a
dilemma for institutional nmanagenment because the demand for space
exceeds the supply by so much. The minute there is a space, there
are a dozen candidates for it, and the famly rmust be told, "If we
approve the discharge now, we cannot prom se you the space will be
avai |l abl e six nmonths from now or whenever he mght return.” Usually,
when a child or adult comes out, he wouldn't be likely to return
unl ess he became involved in a very serious emergency. It doesn't
happen very often that the famly wants to bring the child back. I
think often as the retarded individual grows older and the famly
reunites around its remaining menbers, this one nenber is "frozen
out," so to speak, which is unfortunate. The county welfare depart-
ment keeps in touch with the individual in the institution with such
things as birthday cards and Christmas cards and often serves as a
link to interpret criticisms, conplaints, or observations of the
famly to the institution. It is being proposed in this |egislature
that the state should participate financially on a matching basis in
nmeeting the needs of nmentally retarded in their own comunities in
lieu of institutional care. W can argue that this kind of matching
participation wuld be |ess expensive and nore constructive and nore
likely to notivate the local conmmunities to develop facilities and
assume responsibilities if they have a partnership arrangenment wth
the state. | doubt that it will pass this session, not because it
doesn't nerit favorable attention, but because of the realities of
the tremendous fiscal pressure and the hard decisions as to where
the added revenue can be raised.

Question: Does this M. Prosnick help the retarded who remain
in their own homes and do not go to institutions?

Answer: Oh, yes. The fact that they have, or have not, been
in an institution is just incidental. It's just the realistic thing
as to whether he can sell the particular kinds of skills, personality,
and reliability of the candidate to sone responsible enployer. This
will vary fromtinme to time, depending on the supply and demand of
the labor market. | just nmarvel at how successful he is in finding
pl acements that work out so well. He builds up a relationship, a
sort of nucleus clientele of enployers who find many advantages in
hiring retarded individuals. Their reliability, their wllingness
to do sone things that woul d make nore anbitious enployees restless -
some of the nessenger jobs, car wash jobs, bakery, nursing hone aides -
there are quite a nunber doing very well in the conmunity.
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One significant thing | should add about comnitnent processes.
I think of a court decision in which a commitnment was ruled invalid
because the child did not have proper l|legal representation in the
formof a guardian ad litum The significant thing about this was
that it threw a cloud over the validity of all other conmtnents,
and quickly led to an added safeguard that in every hearing in
ment al deficiency, there nmust be an independent guardi an, an attorney
appoi nted at court expense, if necessary, to defend and protect the
interest of the child. You must remenber that in a state like
M nnesota, with the exception of the three netropolitan counties,
responsibility for hearings in nmental retardation, epilepsy, nmenta
illness, and al coholismas well as probate court hearings, are
conducted in the probate court. Until a few years ago, there were
no special qualifications for a probate judge other than that he won
the election. Sonme of the judges could not be expected to know very
much about the l[aw or the social inplications, and yet within their
provi nce was the decision as to whether a person was or was not a
retarded child. Today it's just a routine part of the court process
that there be a guardian ad litumto represent the interests of the
retarded individual

Question: Wat about sterilization?

Answer: There are laws on the books to provide for it, and sone
very stringent safeguards. W have vacillated back and forth in
attitudes toward sterilization. The practice has been very linmted
in Mnnesota and it has never been a very significant technique here.

Question: | was wondering about the percentages of cost which
parents are supposed to carry.

Answer: The parents of a minor child are expected to pay, |
believe, ten dollars a month now, unless their income is on such a
hi gh plane that they can assunme the entire cost. In this area, too,
we have gone through a number of changes. There was a tine when
parents were expected to pay 52%of the cost on the rationale that
they could then qualify for a dependent's allowance on their incone
tax. Now, unless the ward in his own right has an estate or incone
sufficient to cover the cost, the charge to parents is a token ten
dollars a month - the assessnent against the county of commitment is
ten dollars a nmonth. There was a period when counties nade a syste-
matic effort to collect this fromfamlies. Today, it is pretty
much a recognition that the cost of care is net entirely by the state.
Again, this is a controversial area that is treated in different ways
by different states.

Question: What about those who are total care patients and
outlive their parents?

Answer: Then the charge would be the ten dollars a nonth
assessnent against the county. Basically, as a state policy, the
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clothing needs are net by the state, but | believe they do encourage
famlies to suppl erment.

Question: Wuld you talk a little bit about the problens
related to finding boardi ng homes?

Answer: V¢ have about 900 |icensed boardi ng hones, and as we
recruit them as we license them we usually label the particul ar
kind of child and the nunbers that they mght best serve. Usually
they all like to serve the normal child as young as possible. Rarely
are we able to persuade a hone to be interested in special service to
the teenager - understandably. To find a home that wll consider
taking a nmentally retarded child is extrenely difficult until they
have had some experience and satisfaction with this. |It's interesting
to note a pattern that exists. In sonme famlies, where perhaps the
not her once served nentally retarded children, daughters in this
famly later on are nmore likely than others to offer their homes and
be licensed and provide the sane service. The pattern seens to be
based on personal exposure, involvenment, and satisfaction that may
follow through for several generations. Another episode | recal
has sone bearing on this. At a neeting a fewyears ago, | renenber
sitting down next to a woman fromFergus Falls. She introduced ne to
her little daughter who was about ten or eleven years old. The child
was beam ng, well dressed, well groomed, quite pleasing in appearance.
The nmother said to ne, "You know, today | brought ny daughter along
and we shopped all day at Dayton's and not a single person turned
around, stared, or raised any comrent. A couple of years ago, |
woul d have dreaded the thought of bringing ny child along with ne
because | woul d have sensed the ostracism and social rejection of
this child. Today, at Dayton's, nobody even bothered to raise a
question." Relate that to the recruitment of foster homes. Today we
have a much nore sophisticated understandi ng and acceptance, and |
credit much of it to the public information and education, and the
exposure of retarded children and the acceptance of them W are
al ways short of hormes. W use all of the typical public relations
gi i cks of advertising, news rel eases over radio and tel evision,
posters on the public buses, but in the final analysis, our best
source of recruitment are peopl e who have actually served or worked
with retarded children and by friends of the retarded who sonewhere
along the line recruit other people directly. 1It's not too often
that we can sell the idea of specializing inwrk with retarded
children the first tine around.

Question: Wat kind of requirenments do the homes have to mneet?

Answer: There have been a lot of stereotyped notions that you
had to have so many square feet of space and cross-ventilation and
sone certificate of enotional stability anong the nmenbers of the
househol d, but today we have just a practical approach. 1s the
conposi tion of the household such that there woul d be reasonabl e
sl eepi ng space? |s there anything about the house that woul d violate
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the fire marshal's safety standards or the basic health require-

ment s? \What occupation the parents are in, income level - these
things are sort of irrelevant and incidental. Some boardi ng hones
have only one parent. There is a basic rule that the number of

foster children plus the famly's own children should not exceed
five. When the nunber exceeds five, it is nore a residentia
institution than a famly grouping. The license usually specifies
the nunmber of children the hone can care for. Wth the retarded,
there is sone flexibility when, for instance, the children being
cared for are the helpless "crib" infants. The license is renewable
annual ly. It does require the fire marshal's approval for physica
safety and is subject to periodic visitation. A file on each hone
usual Iy represents the cunul ati ve experience of the various case-
wor kers who have had dealings with the home. The rates are usually
quite standardized and tend to run higher for the care of a retarded
child than for a normal child. While it's difficult to find enough
homes for retarded children, it is even nore difficult to find homes
for some children of minority groups. Wth the retarded small child,
the racial background is usually uninportant, but as the child gets
ol der we have nore trouble. The average rate runs between $125 and
$150 a nmonth; sonetinmes it may run $175 for the really disturbed
problem child. The rates for a normal child of sinmilar age probably
woul d run around $80 to $90 a nonth, so there is a substantia

di fference.

Question: Is it more difficult to find boardi ng homes for adult
retardates?

Answer: It probably is, if you talk about boarding honmes in the
sane sense that we do with children. But for the typical adult
com ng back into the community fromthe institution, the placement is
likely to be a kind of group boarding home or rooni ng house, a Iarger,
nore inpersonal setting many times. W do have, | suppose, 300 or so
hones in this conmunity that will accept one or two elderly persons.
They can't accept nmore than two because we will not certify them for
nore because it ceases then to be a personal kind of setting for the
i ndividual. Each retarded individual will be in the caseload of one
of the assigned workers and be one of 80 to 100 active case responsi -
bilities for one of our staff. They can't provide intensive super-
vi sion, but they can provide selective supervision, and sone need
little or no special attention while others need intense supervision

Question: Are there any differences in commitnment for children
as conpared with adults?

Answer: A person under twenty one is usually committed by his
parents, or at least with parental consent and cooperation. As a
practical matter, | can't think of many instances in which the
qguestion of commitment would come up at adult age. |If the parents
have died, the nore likely approach would be to try to provide sone
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kind of court-appointed personal guardianship of the person or the
estate, rather than to comt as retarded and institutionalize
Somreone appoi nted by the court woul d hel p make deci sions, handl e
noney, handl e earnings. The question of commtnent is not necessary.
If the services are needed, he is just as entitled to receive them
without commitnent as with it. The adult retardate mght be |iving
in one of the specialized congregate care facilities. There night

be instances in which commtnent woul d be necessary, but probably it
woul d be specially tailored and carried out in connection wth
institutional planning.

Question: Do you foresee the day when there will not be some
type of state operated institution?

Answer: | don't suppose the day will cone when there will not
be some type of institution, but |I would hope that when the tired
ol d physical plants wear out, they will be replaced by smaller,
regional or local facilities or a nore personal kind. Wth all the
possibilities for financial support through conbinations of resources
such as Aid to the Disabled, | think other methods of hel ping the
adult retardate renmain in the local community can generally be
found, except of course for the extrene cases - which are al so of
| ower incidence, of course
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THE ROLE OF VOLUNTARY ASSOCIATION

Geral d Wl sh
Executive D rector
M nnesota Associ ation for Retarded Children

The subject | was asked to speak about is the role of the vol un-

teer agency. | think certainly we will want to talk about associations
for retarded children and what they do in the field of nental retarda-
tion. First, though, | think we should take a |ook at vol untary agen-

cies in general: why they are forned, howthey are organi zed, what

are their purposes. Dr. B odgett said in introducing ne that | had

wor ked for associations for retarded children since 1955. Actually, |
have been in voluntary association work of one kind or another for the
past seventeen years, starting out on a half time basis while | was at
the University of Mnnesota. | have observed very carefully how vol un-
tary groups have been organized. | was the first executive director

of the Mnneapolis and the Mnnesota Associations for Retarded Children
and therefore was able to observe the transition fromthe conpl etely
vol untary operation to one which hired a staff.

Mbst organi zations, of course, start because there are peopl e who
are interested in some particular cause. In this case, it was nental
retardation. It mght start with just two or three people who feel
that sonething needs to be done. They think, "There's an organization
interested in the blind, or the deaf, or the crippled - why can't we
pattern ourselves after themand have an organi zation?" - in this case,
an association for retarded children. Then the organization will
usual ly run along with a volunteer type of structure for a while, until
it gets so conplicated that they decide they have to be nore structured.
Probably they decide they are going to have to have dues. |If they are
goi ng to have dues, they have to have a nmethod of establishing dues;
they have to deci de what the menbership year is. |f they have dues,
they have to have a treasurer. Soon they have started to have a
fairly structured organi zati on, operated on a voluntary basis with a
board of directors and a nenbership. Then they ask thensel ves, "Wat
shoul d we do? Wat's the thing to push for first? They pick a pro-
ject, appoint commttees, and pretty soon another project cones al ong
and they have three or four commttees, and sonebody asks themto do
somet hing el se, and they have nore commttees and they reach the point
where, as volunteers, they can't continue. They all have to nmake a
living and therefore they say, "Mybe we should hire somebody to
answer the telephone.” This is the procedure that so many organi za-
tions have gone through. Cten they don't even want a full-time person
to answer the tel ephone. They want, perhaps a half-time person. In
the case of the Mnneapolis Association for Retarded Children, they
hired a woman who was sixty-five years old and on social security.
They had sonme of fice space at Powers Departnent Store. She answered
the tel ephone, but the president of the organization was the adnini-
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strator; he told her what to do. After a while, this wasn't enough.
They realized that they had to do nore. |f organizations on a vol un-
tary health and welfare basis are going to do nore, they are going to
have to have noney. So again, they look around and see what ot her
peopl e have done to raise nmoney. Successful organizations have to

rai se funds. Probably the nost recent organization to go through this
process is the Cystic Fibrosis Association. There are others al nost
at this point - there is the Mnnesota Association for Brain I njured.
There is a newy forned M nnesota Associ ation for the Handi capped t hat
has just been organized. It seens that the agencies in the health and
wel fare field continue to nultiply.

Usual | y, however, before an organization - certainly one in the
field of nental retardation - gets to the point of hiring a staff, it
has al nmost killed off two or three presidents. This happened in the
case of our organization. Many peopl e have negl ected their work
because they became so involved in the Association £6v Retarded Chil d-
ren. At this point, then, we have a nenbershi p whi ch has a cause and
a purpose. They have a budget, a part-time staff, an office, and from
then on, the organization can continue to growuntil it is as large as
the National Foundation, for instance, which is one of the largest in
the country. O the organization can just nove along on a hal f-on,
hal f-of f basis for years. Fortunately, our associations for retarded
children have continued to devel op and they have devel oped very
qui ckly.

The second major point | would like to nake is that when peopl e
forman organi zation, they have a responsibility to the public. They
may be the menbers, but usually the money is coming fromthe public at
large, so they can't just do anything they want with the noney or spend
it indiscrimnately wthout keeping records or keeping track of how
they do it. There are a nunber of things that are set up in an offi-
cial way by state and federal agencies to control organizations. For
one thing, if you are going to have a non-profit organi zati on, you
have to get a certificate of income tax exenption and you have to mneet
certain standards and have certai n purposes. Annually, you have to
file areport with the Internal Revenue Service; this is one thing you
have to do. You also have to file a statement of inconme with the state,
In Mnnesota there is a charity registration |aw that requires any
organi zation, any charitable organi zation or any organi zati on that
rai ses $5,000 or nore for a charitabl e purpose, has to register with
the Secretary of State. These are on file for any citizen who wants
to look at the information and deci de whether or not this is an
organi zation to which they would like to contribute their noney. So
this is in the area of financial responsibility.

As far as the operation of the board is concerned, direction is
given by the board of directors. |f the board wants to establish by-
| ans whi ch have been accepted by the menbership, the operating consti-
tution needs to followthis very carefully - again, for the protection
of everybody and to be sure that the organization will be truly
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denmocratic. In our associations for retarded children, for instance,
our by-laws provide that a nomnating commttee will be elected by the
nmenbership. This is protection to insure a denocratic organi zation.

It would be possible - all of you perhaps have bel onged to organi za-
tions in which the president stands up and says, "Vell, | want John
and Jane and Betty to be a nomnating coomttee and bring in a slate
for the next meeting and we'll elect the officers,” or they mght say,
"Jane, John and Betty, you go out in the other roomand cone back with
some suggestions for officers for next year." And then you el ect them
imedi ately. Wth our organi zation, a nomnating commttee is elected,
and reports its nomnations a nonth before the election. Al the mem
bers are notified of the election and there are rules and regul ati ons
set up to determne how people will be el ected, who may be nom nated
fromthe floor and under what conditions. Again, this is part of
carrying out the responsibility that organi zati ons have, not only to
the nenbers but to the general public. The by-laws and constitution
speci fy how nmoney shall be spent, and for what purposes. The budget
is drawn up and followed. Again, | inagine that many of you who are
connected with organi zati ons have had the experience of havi ng soneone
in the audi ence, a menber, stand up and say, "I nove that we contri -
bute $50 for such and such a thing." Soneone el se says, "That's a
good idea; | second it." Everybody votes yes, but this may not even
be something that is provided for in the budget, it may be sonething
you don't have any noney to do, so you have to take it from somet hing
else that was in the budget. So, again, another responsibility of an
organi zation is to have a budget. A budget goes hand in hand with
programpl anni ng. You deci de how you are going to spend your noney
for the year and you are deciding where you are going to put the
efforts, talents, and energy of your organization. | think that

peopl e who work with voluntary agenci es shoul d know about the finan-
cial structure of the organization. You should knowif it is care-
fully operated. 1 don't think anyone who has ever come to us to
apply for a job has asked, "Do you have any noney in the bank to pay
me if you hire ne?" It's possible that sone organi zati ons woul dn't
have. There are nmany other basic things that coul d be said about
organi zations. | think, however, that maybe this is enough ground
work. One thing you should renenber is that even vol untary agencies
formed for the sane purpose will differ in the way they operate. A
ot of this depends on the person who is the executive director, and
on his talents, his abilities and his interests. The Mnnesota
Association for Retarded Children is very strong on legislation. |

enjoy legislation. | think that our association does quite well in
the field of legislation. n the other hand, if | had no interest in
this and we didn't do well init, chances are we would be taking this

time and putting it into something else. A the last national conven-
tion, the executive director of the M chigan Association for Retarded
Children gave a talk on how the executive director does his job. The
way the executive director does his job has a great effect on the way
the organi zation operates. He's the man who is there full time and
really represents the organi zati on even contrary to the wi shes of the
nmenbership, if he wants to, because he is giving all of his time toit.
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At the MARC convention, the M chi gan executive read the followi ng, it
is about the six nmen who went to see the el ephant, but all of themwere
blind. The first approached the el ephant and happening to fall agai nst
his broad and sturdy side at once began to bawl that the el ephant is
very -like a wall. And then it goes on, wth everybody having his own
idea - the second feeling only the tail said the beast was |ike a rope;
the third thought the tusk of the aninal was like a spear. The trunk
remnded the fourth of a snake; the leg was like the trees to the
fifth, and so on. There is a nodern tale that goes like this: There
were six men of good intent, of sharp and clever m nd; executives they
are, and each was much inclined to think his specialty al one woul d
benefit mankind. The first, a hearty noble soul, a sal esman who they
said, could sell a bag of feathers as a sack of nolten lead. The
teacher is the only thing the retarded need today, so nunber two cane
to the scene, but he didn't stay. The recreation worker ousted him
with "Kids just need to play.”" A social worker then came forth with
nmagi c wand to wave, to prove that foster care and institutions saved.
The fifth, a psychol ogist, nade very clear his stance was on eval ua-
tion and regardl ess of the distance ran 50,000 IQtests with federal
assistance. Get an image, cried the newsnan, let the public see the
light. He was fanmous for his leaflets and his posters were a sight.

He was television's darling and the press club's pure delight.

There really is no particular place where a person trains to
becone an executive director of an organization.

Looki ng nore specifically at associations for retarded children, |

can probably best illustrate by tal king about our associations here in
M nnesota and goi ng back to what | said before about several people
getting together and deciding to forman organi zati on of sone kind. In

M nnesota groundwork for the first ARC chapter was laid at a picnic at
Hamrer School out in Wyzata - sone of you have probably been there to
visit. Rueben Lindh was the first president when the organi zati on
started in 1946. It grew, and in 1951 this organi zation pl us other

| ocal chapters throughout the country and state organizations net in

M nneapolis to formthe National Association for Retarded Children.
Then in 1951, the locals in Mnnesota, recognizing that there were
things they couldn't do individually and had to do collectively, formed
the M nnesota Association for Retarded Children. It was several years
later, 1955, that the first staff person, full-time executive was

hired for the Mnneapolis Association, and two years later by the

M nnesota Associ ation. The purposes of these organizations throughout
the country are pretty much the sane - to inprove prograns, conditions,
everything that we can do to inprove the lot and better the |ives and
devel oprrent of the mentally retarded. This neans, again, that you have
many variations. Some of the organizations operate a lot of |ocal
services and feel that their only function is to operate a day activity
center, or a canp, or a recreation program or a conbination of all of
these things. They feel that they need to be the operating agency.
There are others, which we in Mnnesota tend to be |Iike, which feel
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that it is our job to show the need for these programs and perhaps to
start themon a pilot basis and then get somebody else to operate

them | think the day activity centers in Mnnesota are a good exanple
of this. Operating the way that we have, fewer children are served at
the very beginning, but nore children are served a lot better half way
along the line, because once an organization puts all of its energy
into operating, say, a day care center, and puts all of its money into
it, this is about as far as they go. They don't have any time left

for public education and community planning and things of this nature.

| think all of you are quite famliar with associations for
retarded children and realize that the local chapters especially do a
lot of work with the parents. First, every organization - we have
sixty four chapters in Mnnesota - has a nonthly meeting about nine
times a year. W try to see that each of these monthly meetings is
geared toward developing a better understanding of the problems of
mental retardation, first on the part of the parents, and secondly on
the part of other interested people in the comunity. If an organiza-
tion did this, met once a nonth and had a good program of education
it would be worth continuing. Secondly, in many ways these parents
hel p each other to understand problems of mental retardation. W do
have individual situations where parents get together and exchange
information. There are many professional people, too, who attend
these meetings and help keep the parents on the right track, fromtine
to time. Having the professional people involved in the association
gives them social contacts with parents which carry over into their
official contacts in the office. There are many parents who have their
first contact with the county welfare department at an association
meeting, and learn that the person fromthe department of welfare is
interested and concerned and is willing to do Something to help them
In association activity, also, public education is very inportant. W
have a clipping service, which means we get clippings fromall over
the state of Mnnesota about mental retardation. 99% of these clippings
about mental retardation, both froman informative and general nature
are instigated by the local associations for retarded children
Speakers, quotations from speakers, such mnor things as a notice of a
meeting and sometimes just the fact that there are articles in the
paper help other people to have a little better understanding and a
little more realization that this isn't such a bad thing after all. |1
know that when we organized the chapter in Brainerd, a friend of mne
came up and said she had seen the notice in the paper and was the meet-
ing open to everybody, or was it just for parents - they probably
didn't want any curiosity seekers. You see, this is the idea that
people had that if you were the parent of a retarded child, you met in
a darkened roomand it was all right to meet with others who were
parents, but nobody else should come in. So as we talk about this and
publicize it, it makes it easier for the parents, it makes it easier
for the child and neighbors who perhaps have not talked about the
retarded child with the parents, do start to talk about it. W in the
state association have carried on some major public information pro-
jects and I will go into those a little hit later
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Going on and | ooking at the state association, again we have a
great variety of activities. The state association, at this time of
year, is working to pronote a |egislative programwhi ch was devel oped
during the past two years. W have appointed conmittees, we have net
to look at the needs and to nake recommendati ons and we have put all
of these together into a "Goals for Public Action" booklet which is
really our legislative program | have brought sone copies of sone of
these things along. In our goals for public action we point out what
we think are the needs for the state institutions - for nore staff,
for better buildings, the needs to inprove special education and pro-
grans, the need to inprove vocational rehabilitation, day activity
centers, and other things. Drawing this up is easy enough, because
anybody who has worked in this field a little while and has good
common sense can sit down and nmake a pretty long list of needs. But
then we work with other organizations in seeing that the needs are
introduced into the legislature where action can be taken. The M nne-
sota Associ ation for Retarded Children is a nenber of the M nnesota
Council for Special Education, which is conposed of people with
interest in the deaf, the blind, the crippled, and so on. In working
with the legislature, we spend a lot of tine at the capitol. They call
it "lobbying" although we don't use that word because we are a non-
profit organization and are restricted in the amount of | obbying we
can do. W have nade a nunber of special studies, pointing out these
probl ens, and | brought al ong sone sanples of these for you to | ook at.
For instance, on Septenber 9 and 10 of this year we had a staff person
at each of the three major institutions for the nmentally retarded and
we interviewed each charge aide in each building in each of the najor
institutions at Faribault, Canbridge, and Brainerd. W wanted to take
a picture of the actual on-duty staff in one twenty-four hour period
and be able to relate, building by building, the problens of staff
there and be able to say, for instance, that a certain buil ding has
only one aide on duty at night for 177 patients, so that when we go to
the legislature, we can say this is what our study shows; we know this
to be a fact. W know al so that we can be effective doing this whereas
we don't get any place appealing to the legislators on an enotional
basi s, saying "retarded children can be hel ped" and they |ook at these
poor little children, for whom sonething should be done. This doesn't
do anything for nost legislators - not because they are hard-hearted,
but they have a lot of people using this approach. The probl em of
legislation is not just one of |obbying over there, it is one of
gathering the facts and information first. This study covering the
M nnesota institutions for the nentally retarded was very incl usive.
V& can tell you exactly how many peopl e were on duty at any particul ar
time. The reason we want to be so specific about this, on this parti-
cular twenty-four hour period, is that institutions have a certain
staffing allocation - peopl e have vacations, sick | eave, and days off -
Sat ur days, Sundays, holidays - so that the nunber of staff assigned
does not relate the whole story. Ve also asked the aides in the
building to tell us what their biggest problemwas. For instance, one
says inadequate facilities - a three-story building with two pl ayroons
on separate floors with only seven toilets and one shower and one tub for
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71 patients. W asked her what woul d she suggest as a sol ution and she
said nore hel p, technicians, and inproved facilities. So this is the
basis for our work with the legislature, to give theminformation and
facts. To do this, we have on our staff in the Mnnesota Associ ati on
a research person who wites this material up and is the coordinator
of the research project. W are using this in four different ways.
There is the study itself, which has the conplete information, and
secondly, we have done an abstract - and we have an abstract of the
abstract. The one thing that we have a product of - not a finished
product, because | went by the printers this afternoon and picked this
up and we had to hand-trimit by scissors - but we took the inforna-
tion fromthe study and used it to produce this brochure, A Mjor

M nnesota Problem By using these colors (naroon and gol d) people are
at least going to open it to find out what is wong with the Mnnesota
football team Hopefully, they will go beyond that, and once they are
intoit, we hope they will continue and this will be a help to us, as
we try to get nore staff for the institutions. W have utilized in
this a quotation from Governor Rolvaag in which he said that the fact
that "the institutions for the nentally retarded have been seriously
negl ected and points out the lack of staffing is absolutely unbelie-
vable." W have utilized quotations fromthis report - for instance,
one in which a psychiatric technician says, "we need nore personnel

so as to be able to work nore closely with the patients, thereby
teaching themto learn to live with one another and hel p prepare them
for the possibility of living outside of" the institution." W have
used a quotation froma nother in which she says, "Then, too, she
beats her head on the floor until it bleeds, if no one stops her.
There was no one to stop her and the sore caused by her bangi ng was
infected." So what we are trying to do is not only break through
peopl €' s rationalizations, but once we have broken through, then to
try to give themreasons why they should do sonething to hel p solve
this problem This is the reason that in the niddle, for instance, we
say that just being able to feed oneself gives great personal satis-
faction, and the quotation fromthe psychiatric technician who says
that "many nore of themcould be taught self help and toilet training,
but this is inpossible with the nunber of technicians on duty." |It's
a matter of trying to have the proper bal ance between the probl em and
the solutions, and the hopeful ness that will nake peopl e spend nore
noney in taxes. This is an exanple of something that we think will be
very useful. W haven't learned howto do this as an association in
one year or two years - we have been |earning constantly since we
started our legislative program and we nmade sone very serious m s-
takes to begin with. For instance, we used to talk in terns of the
staffing ratio being the total nunber of patients to the total nunber
of staff. n that basis, Faribault woul d have one enpl oyee for each
four patients. That sounds pretty good until you start actually
figuring out what happens when you take away the painters, the typists,
and so on. These are sone of the kinds of things that we are doing in
connection with legislation. W have an active legislative comittee;
we have two parents, young, attractive parents who cone over to the
legislature and help work with the legislators, and we have speci al
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hearings where they bring other people in to work with us. In the
area of public education, | think we have gone fairly far - perhaps

not as far as sonme states have gone - but we did, about a year ago,
conduct a statewide evaluation of the public's attitude about nenta
retardation and the degree of their know edge about nental retardation.
Ve did this on a state-wide sanple, where 990 people were individually
interviewed. The sane sanple was used for the Mnnesota poll. W
cane up with a very conplete study. | have an abstract of that and |
brought along copies of that for you entitled Public Inpressions of

the Mental |y Retarded. | can show you sanples of the kinds of things
that can be done and are being done by an organization. W, of course,
put out Newsletters and special brochures and things like this. This
fall, Lucy Cook, who does the publicity for the Mnneapolis Associa-
tion, talked to WCCO radio-television and maybe this series of, |
think, eighteen ten-mnute T.V. programs on nental retardation in this
area - day activity centers, research, the whole thing - will be shown.
Again, this is sonmething the associations are doing

| think another area of great inportance is not only the work we
do at the legislature but the work we do with the official agencies of
heal th, education, and welfare. In nmany cases, we reinforce and
support their programs. W have a governnental affairs chairman for
each of the 64 chapters who are in touch with the legislators before
the legislature starts. They wite to them they visit with them when
they are home on weekends. Two special things we are doing this year
are new. Tonorrow, | nentioned, we're having a bus tour - One to Fari-
bault and one to Canbridge. W have invited representatives of
busi ness, politic, civic, religious organizations at the state |evel
to attend this tour to learn first hand what some of the problens are.
Then on February 18th, we are having |egislative day and have invited
all of the legislators to have lunch with us at a church near the
capitol and again, having our association nembers cone and bring with
thema representative of the Ms. Jaycees or the Jaycees or some ot her
organi zation that has nmental retardation as a program V¥ try to get
involved quite a bit in coordinating the activities in nental retarda-
tion, always realizing that if somebody else will do it, we are better
off. There are several coordinating bodies in Mnnesota that we work
with. There is the inter-agency comrittee on nental retardation that
is made up of representatives of the official departnent and our
associations for retarded children. This group neets about every
other nonth to exchange information, programs and projects. W have
representatives serving on quite a few different groups - for instance
we have a representative serving on the four-county project on nenta
retardation, which is at Owatonna, where they have a special group of
prof essi onal people who work in the commnity, doing diagnostic work
and encouraging the commnity to offer nore services. W have a
representative on the day activity center advisory conmttee at the
state level of the Departnent of Welfare. There are quite a few
groups like this; | haven't made a list of all of them W do a
great deal from the state association |level, working with the Iocal
chapters, giving themhelp, consultation, and advice, and of course
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also fromthe state level, trying to organize the associati ons where
there are not associations at the present time. | don't knowif it's
good or bad - | think it's good - but Mnnesota has the largest state
association staff in the country. VW& have an assistant executive
director in Dick Rothmund, Ral ph Larson who is our new canpi ng and
recreation director, three field representatives, a director of public
information, a half tine research person, plus the secretaries, book-
keeper, and so on. But the reason, again, why we are able to have
this kind of staff and this kind of program goes back to sonething |
said before - our feeling that if we can get other people to do these
things, we are better off. So we put nore noney into staff and pro-
gramat this level rather than into the direct services and | think
this is paying off. For instance, the governor is recomrendi ng
$522,000 for state matching funds for the day activity centers. Now
if we put all of our noney into the activity centers, it wouldn't
anount to a great deal - probably $100, 000 as conpared to this
$522,000. V¢ would have had the centers operating sooner, but instead,
we put our energy toward devel opment of a state programand into |egis-
lation, so at this point we are farther ahead.

Al of these organizations, associations for retarded chil dren,
are interrelated in that the locals belong to the state association
and also to the national association. They all have independent
boards, so any of themcan do what they want, within the certain lim-
tations and rul es which have been agreed to by all of them V¢ call
on the national association for quite a few services and information
and they have consultants in najor fields of recreation, institutions,
education, sheltered workshops. They are hiring a research director
who will help coordinate the national association's research. Ve call
themin for specific national information, exchange infornation between
associ ations through themand the national association carries on a
| egislative programin Washington and of course works very closely on
the new federal |egislation.

| mentioned before that we are quite a bit |ike other organiza-
tionsthat you might be famliar with - heart, cancer, crippled children,
groups like this - except that none of these organizations has the
local participation that we have and very few of theminvolve the
peopl e who are affected by the problemthe way we do. (ne of the
reasons that our programhas been successful is that the parents who
are so deeply affected by this becone involved so that besides doing
things that will help their children, the parents have an outlet for
their energies. It helps to avoid the frustration of having a probl em
that you can't do anything about. Parents who feel very strongly put
a great deal of time into this program Not everybody feels this sanme
need to do sonething. Sone people just sit and do nothing, or sit and
suffer, but sonme people put in 10, 15, 20 hours a week as a vol unt eer
ina programand this helps to inprove the programa great deal. It
al so hel ps to nake themfeel better.



145

Now | certainly haven't nentioned everything about our association
or organi zations. | would hope that you have sone questions. Mybe
sone of you would like to know if there is any justification for an
organi zation like this even to exist - why can't the government do all
these things that we are tal king about, noney for prograns and so on.
Harriet, do you want to take some questions now?

Bl odgett: Wuld you talk a little about the attitude of MARC
toward contributions to research areas?

I think this is a good area and we should spend a little tine on
this. V¢ have the largest programand the largest staff in the country.
V¢ originally started by having our own independent campaign in M nnea-
polis, St.Paul, and throughout the state. Fromthis canpai gn the noney
rai sed, after expenses, 15%across the board goes for research. This
is research at the national |evel, nedical research, but then al so
research in Mnnesota. For instance, we are financing a project at the
Dght Institute which has to do with deternining the relationship of
finger prints and palmprints to nental retardation. This is one pro-
ject that we have hel ped support. V¢ have for many years given noney
to the Faribault State School and Hospital in connection with their
studi es on phenyl ketonuria. There are other projects along this |ine.
VW have a very able research coomttee that decides how to spend this
noney. Harriet isonit, and Dr. Jenson, Dr. Reynolds, Dr. Shel don
Reed and a nunber of other people. Again, this reflects the fact that
we feel we have to push forward in rmany different ways. Qur state ARC
recei ves 35%of the funds collected, which is a great deal in conpari-
son with any other state. But again, | think we have been able to do
a great deal because of this. W have always been one of the top
supporters not only in research on the national |evel, but one of the
very top supporters of NARC in total. W are given an annual quota
and this year it is over $25,000. Then, the local associations can
recei ve varying anounts of the total we receive fromour canpaign from
Uni ted Funds, depending on their program up to 35% but they can

rai se other noney that they don't have to give tous at all. | said
that originally we conducted our own canpai gn every place, but now we
are in about 400 United Funds of all sizes in the state and still carry

on our own canpai gn where there is not a United Fund, although we are
not happy with the amount they are willing to give us.

| expect you have a lot nore questions. | brought al ong sore
other materials - a Mnnesota Association brochure and sone ot her bro-
chures, sanples of things we produce as an organi zation for our |oca
chapters. This is one that we are just putting together today - a
survey of daytime activity centers for the nentally retarded in M nne-
sota. | talked about a staffing study to determne what is happening
in staffing. Last year and this year we have al so done a survey of
the daytime activity centers. Qur survey points out a nunber of
interesting things that will help us get the $522,000. For instance,
the directors of these centers reported that many of these children
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were kept at hone because there was a center. There is no real way of
evaluating this unless you went out and checked with each individua
person. Secondly, and this we did check out very carefully, eleven
peopl e who were in the centers for post-school retarded were placed on
full or part-time jobs. This is sonething we didn't expect to happen
| think it was four people who were in an institution at one tinme and
now in the community in a daycare activity center. There are other
facts of this kind that will be helpful to us. W list the additiona
probl ens that the people in the centers have, besides nental retarda-
tion. Most of them 46 out of the total, | think, of 323 that we
surveyed, have speech defects. | think this should probably be higher
Twel ve have vi sual defects, eleven cerebral palsy, and so on. These
again" are the kinds of things we use when we go to the |egislature.
Anot her thing that we can do is stinmulate governnental action. W
went to Governor Anderson and asked himif he would appoint a specia
advi sory committee on nental retardation, which he did. Later, after
this report which we pulled together with out staff and had printed,
this was extrenely valuable. Some of the other things are minor in
nature, having to dowith a publicity manual, information on howto
organi ze chapters, and things like this.

Bl odgett: Wy don't you tell thema little bit about how you get
chapters started, and how nmany nights you are out on the road?

Wel'l, not as much any nore because we have nore staff. First, we
do not go out into a comunity and organi ze a chapter. W wait unti
there is community interest and the parents and the comunity feel the
need for this kind of organization. | think nowthere are maybe ten
at the nost, counties that don't have chapters. | knowwe could go out
next nonth and for an organization in every single one of these coun-
ties, if we wanted to. But it has been our experience that when it's
done this way, they don't last - they don't have the energy or vitality
that they should. So we wait until parents becone interested, and
then go out when we have five or six people and have a pre-organization
neeting, talk with them tell themhow the chapters operate, what they
do, and then ask themif they think this is the kind of organization

they would like to have in their county. |f they say yes, we then work
with this group, give themcertain specific assignments such as publi -
city, lining up a hall, refreshnents, coffee, and so on. W line up a

speaker and then we have an organi zation neeting where we invite as
many parents as we can get, professional people and so on, explain
agai n what the organi zati on does, and again ask if the people feel this
is the kind of organization they want. At the pre-organization neeting,
in practically every instance, |eadership emerges - sonebody who appears
to be a natural |eader, and this person gets the job right away. Then
by the tine of the organization neeting, we usually know enough about
peopl e so that we can appoint the prelimnary officers to start wth

on a tenporary basis, and then they adopt their by-laws and have their
election. We work with themclosely for three or four nonths, fur-

ni shing their speakers and trying to get themoff to a broad approach
to nental retardation to learn about institutions, special education
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conmuni ty services, department of welfare, public health nurses, and
all of these people. W have very few associations that have failed
but occasionally they do.

W have for the last three years or so been studyi ng whether or
not we should establish at the state |level a residential canmp for

retarded children. In our policy manual, we say that we will not
operate any direct services at the state level for retarded children
unl ess nobody else will do it and it seenms that we should do it. W

determned that a canping programis sonething the governnent won't
operate and to be successful it has to be operated on a state |evel
After considerable study, we purchased a resort which is one of

M nnesota's best resorts. It has 75 acres, 31 buildings, 600 feet of
| akeshore and is all practically ready to go, as soon as Ral ph gets
sone of the kinks out of planning the programm ng. Starting on June

20th, we will have four two-week canper sessions for retarded children
fromall over the state. W will have twenty junior counselors, ten
seni or counselors, a doctor who will be there full time (we wll

furnish hima cottage and vacation for this service) and at |east one
nurse. W hired a kitchen and dining roomdirector, who is a home
econom cs teacher at a school; we will have water front people, a
recreational director, nature director. 1In the latter part of the
season we plan to have three one-week periods for famly canping,
where families can come if their child is unable to function indepen-
dently at the resident canp. They'll come with the normal children
and the retarded child and we will have a special program for both of
these groups. Throughout the year, we hope to have groups fromstate
institutions who can go there for vacations or weekends. Hopefully,
we will be able to develop an area where retarded Boy Scout troops can
canp out and possibly a tent canp area where famlies who don't want
to come and live in a cabin can use a tent area. This is going to be
a good program and very interesting to watch.

Question about matching funds:

Answer: |In 1963, the state |egislature appropriated $155,000 to
match |ocal funds. W had asked for $220,000. The state will match
up to 50%of the local fund. W encourage the counties to contribute -
the county governnent - because this is the best way to set up the
centers on a regular independent basis and al so encourage that they be
establ i shed as separate organi zations; the day activity center has its
own board and it's incorporated

The |aw provides that the conm ssioner of welfare should establish
standards. Standards are established probably in tw ways. First there
is the child welfare division that has the responsibility for setting
standards for all child caring agencies. They pretty nuch apply to
standards for normal children in day activity centers, but then the
medi cal division, under the section on nmental deficiency, is establish-
ing regul ations for operation of day activity centers, regarding staff
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and other things. There is sonme overlap here, because child welfare
al so establishes its standards for program

Question about the poster boy:

Answer: Yes, Dickie Bach is this year. They had submtted his
nane as a national poster boy - there is each year a national poster
boy in connection with national retarded children's week in Novenber.
Anybody can submit a suggestion for this. In Mnnesota, we have had a
state |l evel poster boy for about the last four or five years. It
hel ps us carry on our fund raising and public education program

Question: What are you going to do when everything is taken care
of ? \Wen you have all the noney you need, and all the day centers you
need?

Answer: Well, frankly we haven't had time to think about this yet.

Comment: Well, the kinds of children change too, and no one
generation can understand all about this too well, because nobody's
professional life is that long, but you can get sone idea about it from
| ooking at the historical material about retardation. | think it is
quite clear that we are seeing different kinds now. Sonme of the babies
that were saved that used to die are presenting us with sone nore com
plicated kinds of retarded children that we used to see and this makes
a difference in progranm ng. Just |ooking at the diagnostic problens
with the overlap of sensory handi cap, organic damage, personality
defects as well as intellectual defects - some of these didn't cone
under retardation as it was interpreted twenty years ago, but they do
now. Even in public school classes, we see sonme enotionally disturbed
children who have specific learning disabilities and yet are not
technically retarded in terms of test score - this may be a kind of
warni ng of some things we will see in the future...retardation is a
pretty big unbrella.
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CONCEPTS OF PROGRAM PLANNI NG FOR DAY ACTI'VI TY CENTERS

Harriet E. Bl odgett, Ph. D.
Program Director
The Sheltering Arms

(This paper was presented at the Institute for Day Activity
Centers held in Mnneapolis in My, 1965, and is included in the
| ecture series collection at the request of the trainees.)

Any planning for any kind of program nmust begin with definition
of the goals of the program These, in turn, nmust be shaped by the
l[imtations and capabilities of the children being served. These,
in turn, are related to age ranges and stages of maturity of the
i ndividuals in the group.

Most daytime activity centers have devel oped their progranms
around vi sible needs in their own conmunities, and we see different
centers serving different groups, depending en what else had
previously been available in their conmunities and what seened to
be the greatest unmet needs. We can define several groups which
are being served in different centers. At the preschool age range,
we find young trainable retarded children and sone young children
who may be educable in ability but who have sone special problens
or multiple handicaps. At school ages, we find sone sub-trainables
who are not eligible for school programs and some trainable and
educabl e children who, for various reasons, can't adapt to public
school prograns. At post-school ages, we find trainables and sone
educabl es who can't adapt to other ways of living in and partici-
pating in the community. In other words, nuch of our popul ation
consists of "can't adapts.” W would probably find the bul k of
our popul ation to be below 1 Q 50, but there will be quite a few
exceptions who are legitimately included in day activity prograns
because this is the place they can function. Some of them will be
there only tenporarily, and will be able to nove out into different
settings as they sake gains in maturity or behavior control

VWhen we think in terms of the purposes and goals of our pro-
grams, | would want to give first place to the nental health val ues
whi ch concern us. Mental health is a conmposite of many qualities;
we think of such things as rel ease of tension, building self-
confidence, providing success experiences, a sense of security,
rel axation and joy in living, acceptable enotional outlets, building
positive self-concepts, developing frustration tol erance, having
confortable relationships with other people. This |last one nerges
into social skills. W would add personal freedom and independence
acceptance of limts and authority, communication skills and |isten-
ing skills, consideration of others - their feelings, their rights,
and their property, cooperation with others, reliability and
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trustworthiness, fair play and sportsnanship, health and safety.

In the notor area, we are concerned with notor coordination, |arge
and fine nmuscle skills, eye-hand coordination. W would list also
individual interests and abilities, ways of self-expression in al
areas - artistic, verbal, physical, dranmatic. Many of these add
up to skills which have functional application for daily |iving.

W are interested in devel opment of judgnent, even though this may
be based largely on habit, awareness of the environment, skills

for self-preservation, self-help and personal independence, sene
awar eness of tine concepts at least on an associative basis, self-
mai nt enance, recreation, sone economc contribution. In the
intellectual area, we are concerned with functional oral vocabu-
lary, ability to comuni cate, recognition of safety words and ot her
useful word recognition, speech and | anguage skills, visual and
auditory discrimnations. For those f& whomit can be neani ngful,
we are interested in academc |earning

Wien we begin to translate purposes and goals into program
activities, we identify sone different basic needs at different age
levels. For our young children, enphasis will be on the notor areas,
basi c habits, and self-help skills. For the mddl e childhood years,
fromseven or eight up to early adol escence, enphasis will move to
social and skill areas. For our older groups, there will be
conti nui ng enphasis on social and skill areas, with added stress on
self-respect, reliability, and contributions to their own |iving

W can make some statenents about principles of program plan-
ning. First of all, no standard curricul umcan be set up to fit
every group. It is the task of the teacher-person, whatever his
specific title, to adapt the general principles into the specifics
for his one group. To do this, he needs to be clear about the
goal s and purposes and he needs to be skillful in using activities
to contribute to these goals. For exanple, perhaps learning to
take off and hang up outdoor clothing does not appear on the daily
schedul e, or perhaps it dees, but certainly for young trainabl es
this experience is highly inportant to self-responsibility and may
wel | consune twenty mnutes at each end of the day. Fart of the
good teacher's skill at making this a |earning experience is that
each child is nmotivated to effort-naking because he wants to get
ready to do sonething el se - perhaps sonething which is nere
formally on the programand is labelled "curriculum"”

There are some negative principles, things which we know don't
work and won't work. Among these undesirables: Too nuch "wor kbook"
approach, too much academc enphasis; too rigid a program which
stifles spontaneous interest; toe punitive an attitude on the part
of the teacher; too nmuch tal king; too much stress on fine notor
skills. Fortunately, we also know sone positive principlesto
repl ace the negatives. (ne inportant one is to make use of the
i medi acy of interest, take advantage of the noment. One of our
teachers devel oped a whol e proj ect around weed when somre tree
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trimmng was bei ng done on our grounds and the children were

fasci nated by the equipnent and the procedures. Anong other posi-
tive principles, we knowthat children generally like to do what
other children are doing and like to be with other children. They
like to have sone freedom fromcriticismand fromconstant direction.
They like the security of sane famliar routines, know ng what is
goi ng to happen when, and they |ike sone novelty, sone change, and
sone freedom

Having set forth gone principles, the next question concerns
hewwe put theminto practice. One good way is to plan a w de range
of activities around a central these. In the fall, the weather
theme is useful - leaves falling, birds departing, animals preparing
for winter. Songs, painting, ganes, rhythns |end thensel ves to the
theme. There are all sorts of health projects - a good breakf ast
proj ect can include discussions, pictures, scrapbook making, cerea
cooki ng and eating, which leads to table setting, manners, dish
washi ng® Since young retarded children are apt to be self-centered,
an "A'l About Me" project has special appeal, with the children
finding pictures to represent their house, their parents, brothers,
sisters, and pets. It is fairly inpressive when a youngster of |Q
35 insists en adding a nmoustache to the picture to represent his
father, or finding a picture of a lady with glasses because his
not her wears gl asses. Al special events and experiences and many
novi es can be enriched by preparation in advance and fol | ow up
later. Atriptothe circus is sere than just one day as far as
programis concerned; it means a couple of weeks of focus on aninals
ahead of tinme plus reviews and dranatic play afterwards, plus
stories, songs, ganes, and "play-pretend" all al ong the way.

Special visitors have obvious tie-ins with commnity services. The
policeman, the fireman, and all the various "fix-it" repairmen have
programpossibilities. This will often nmean scrappi ng the pl anned
activity to take advantage of the immediacy of interest principle.
Wien the pl unber comes to fix the sink, a whole new project can
unf ol d.

For the ol der groups, again our concern needs to be with their
real world and with the provision of real experiences of doing -
cooki ng, cleaning, fixing, creating, taking advantage of sone of
the adol escent traits of conpeting and teas-grouping. Self-care
has a personal focus at these ages, and tasks must be useful and
meani ngful . Host prograns for elder retardates fill an inportant
place for grooming skills and attention to personal appearance.
Hel pi ng devel op good leisure time interests which can be carried
over into adult years is another useful focus. For younger
children, there needs to be sone attention to a balancing or alter-
nating of nmore active pursuits with nere passive program content.
For ol der children, tinme spans can be |onger, but they still need
sone outlets of free tinme. For older children, there needs to be
sonme heavi er enphasis en socially acceptabl e behavior and en
acqui sition of independence in areas where this is possible. The
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neani ng, and shoul d of fer new experiences plus reinforcenent of
social living skills.

Prograns for younger children will need to be shaped net only
around their intellectual level but else around their particular
enotional problenms. A good school experience can help to nininmze
these problens for later programplanning. Beginning day activity
pupil s nmay present some special enotional problens. | amindebted
to Ms. Wnifred Johnson, who teaches our youngest trainabl e group,
for sonme of the follow ng descriptions of some of these speci al
probl ens.

Begi nners shoul d have very few rul es whi ch are puni shabl e.
Two we use for our beginners are: being rough with anyone's
gl asses, and clinbing on the fire escapes. These are "spankabl e"
offenses. Qher rules are sinple and children are just rem nded
over and over again, net punished. Seme of the special enotiona
probl ens we have seen are these:

The hostile, frightened child. He may be directly resistive
or attacking, or he may be "frozen" and non-participating in
behavi or. The essential teacher behavior is friendship, hel ping
the child to understand that you are his friend and you like him
Do things with him- "Let's go get some paper now " need his help -
"WIIl you hold this for me?" Have interesting activities that he
can observe and join in when the spirit nmoves him- dramatic dress-
up play, stories, active games. Encourage himto try newthings,
very sinple ones at first so there is little chance of failure.
G ve much prai se for success, but, above all, be his friend.

The hostile, aggressive child. Early in the gane, he can play
as he chooses, but he is net allowed to hurt other children. He
can spill water, throwsand, tip over chairs, kick furniture, threw
toys. He will beginto stop this when he is not noticed especially.
Then you can try to direct the activity into active play - beats in
the wat er, washing di shes or doll clothing, making roads or cakes
in the sand. This child does need to be watched so he will not
victimze others. Isolation is the main discipline used. Qher
children will resent his behavior and will tell himso. Wen
needed, discipline should be firmand followed through. He will
finally want his teacher's approval and his classmates' approval
and this will help himput on the controls.

The hyperactive child. A first he is allowed to run, to
jump, and to yell. Cher children will need to be kept out of his
way for a time. Then the energy can perhaps be directed into
active games - races, bowing, skating. At group tines, this child
wi Il have to be put back in his chair over and over again, firmy,
with no hint of punishnent. QGadually the group turns on him
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because he is so disruptive, and this social pressure also hel ps

himgain control. The skillful teacher will try to find sonething
he especially likes to do and to use this as a bridge. When you
can, try to share a favorite activity with him- it mght be just
talking, or a particular gane or story he likes.

' The withdrawn child. This is the child who may take weeks to
get off his coat or nove fromthe door, or start to talk or eat.
At first, make only occasional verbal contact - a snile, or use of
his name when talking to the group. Physical contact nust also be
very gentle; do not try to force the child out of the safety area
he has selected. Each day you can add a little nore verbal and
physi cal contact, but it is a slowprocess. Don't rush it. O her
children help with this kind of problem

The perseverative loner. Perhaps this is the hardest one to
see progress with., Oten it seens that you take two steps forward
and then one step back. Sonetinmes he nust be allowed extra
privileges, such as |eaving the group, or having things of his own -
a collection, or acertain chair. Try to find his interest and
develop it. He probably can't tolerate too nuch pressure, but he
needs a very firm kind hand at all tines.

The immature. Help with new experiences and build up confi -
dence in self-help skills - bathroom hand washing, coat off and on
This child can use a lot of praise. This situation, too, is one in
whi ch you very nuch need home cooperation. Often parents do not
realize how nmuch they have babied this child and done everything for
himall along the |ine.

The child with poor coordination and poor notor control. One
of the teacher's problens here is to find material he can success-
fully achieve with - big blocks, sand play, big balls, painting
with big brushes. This child also needs nuch praise and often
needs help to prevent total failure and frustration and | oss of
interest in trying.

Mul ti pl e handi caps. The teacher's difficult job here is to
find activities that include himin the group, and this job would
vary, of course, with the kinds of handicaps. Wth young blind
retarded children, there are nmany possibilities in nusic, stories,
balls, blocks, marching, circle ganmes, and "listening wal ks" when
everyone listens for the wind, cars, birds, planes. Many experiences
with textures - hard, soft, rough, snooth - and with tenperatures -
cold, cool, warm hot - and generally exploration by touch are
important. Oher children are generally hel pful and consi derate,
in our experience.

The curious, active child. He needs plenty of time to explore
the room and the equi pnent; he generally wants to see the whol e
situation and have his questions answered. This kind of child can
always find his own activities, but will need sone help and sone
steering to make the best use of them



If children in general are not forced to participate in a
group activity, but rather are allowed to choose some individua
activities, they will gravitate toward the group at their own
pace. A few children who are unusually rigid may occasionally
need forcing, but this can have some unfortunate results and it
iswell to take lots of time to nake this decision. If a few
children are involved in an activity, some others will generally
cone and join then. Chers who do not join wll be actively
observing and will be interested, and will be learning. At the
ol der ages, it is inportant that tasks be real. Washi ng dol
dishes is no longer appropriate and besides, it |ooks ridicul ous.
Real projects which are legitimately a part of the grown-up
world - arts, crafts, recreation, hone econonics, woodwork,
ceranmics - take on additional meaning by reason of their real ness.

The teacher's real, innernost beliefs and attitudes toward
children are of crucial significance. |If the teacher is genuinely
consi derate, genuinely concerned with individual children's com
fortabl eness and feeling of well being, this has some gradua
carryover through media of non-verbal comunication to the children
t hensel ves. The teacher, in short, is at the heart of the program
It is her philosophy of child devel opnent, the needs of children
and the capacities of children, even when these are very limted,
which will find expression in the activities she plans and carries
out .
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DAYTI ME ACTIVITY CENTERS FOR MENTAL RETARDATI ON

James Gavenda
Di rector
Hennepin County Daytime Activity Center

Day Centers for nentally retarded children in Mnnesota date
back to 1954. The M nneapolis Association for Retarded Children
(MARC), acting upon a community survey that deternined a need for
such a service, sponsored a day care programat the Waite Nei ghbor-
hood House. This program began in June 1954 with a popul ati on of
four children. Over a ten year period the programgrew to thirty
children, in three groups, with an age range from four to el even
years. The waiting list often approached doubl e the nunber being
served. When it becane apparent that the facilities were
i nadequat e, MARC encouraged several community agencies to assume
the responsibility for the program The agencies contacted all
agreed that such a programwas desirable and should be expanded.
However, for good reasons and many, none was willing to assume the
responsibility to adnminister a day service for retarded children

On the basis of a study conpleted in 1961 by a Health and
Wel fare Council Committee, MARC agreed to administer the Daytine
Activity Prograns for the nentally retarded in Hennepin County,
and also to expand the then present center to nore than tw ce the
present enrollnent. Funds for the operation of a Daytine Activity
program were made available from four najor sources: The Hennepin
County Welfare Department, the Mnnesota State Department of Public
Wel fare (nade available by legislation of 1961 and 1963), United
Fund, and by parent fees. On January 1, 1964, MARC assuned the
responsibility of adm nistration and supervision of the Hennepin
County Daytime Activity Center (DTAC). The DTAC is located at
1701 Gak Park Avenue North, M nneapolis, M nnesota.

Prior to the 1963 legislative act, day care centers for the
nmentally retarded had three primary goals: 1) Provide an opportunity
for retarded children to develop socially and educationally to their
maxi mum potential in a group setting; 2) Provide parents of retarded
children relief fromthe constant care and supervision necessary;

3) Provide counseling services for the parents of retarded children

Wth the change in philosophy from day care to daytinme
activities in a community setting, the goals also changed. Although
the Hennepin County DTAC differs fromother centers in regard to
size of the popul ation, ages served, and status of physical facili-
ties available to their use, all DTACs in Mnnesota share to a large
degree, the same goals. They are socialization skills, self-care
skills, pre-vocational skills, parent services, referral services,
and |ong-term non-clinical diagnostic services.



156

Soci alization skills include experience in a group setting
whi ch necessitates learning to share, take turns, respect the
rights of others, and respond positively to an authority figure.
Success or failure to function in the community is directly
related to proficiency in these areas. Also included in the area
of social skills is exposing the retarded child to successes and
failures and assisting himin dealing with both.

Sel f-care skills vary with the anmount of experience and the
age of the group. Wth the younger children, the very basic self-
care skills such as feeding, washing, and dressing are stressed.
The ol der groups would work at a nore sophisticated |evel on such
things as the effective use of deodorants, shining shoes, washing
and ironing clothing - to mention just a few

Pre-vocational skills and activities are nore particularly
directed to our teen-agers. The enphasis is on the "pre" in that
we would not train themfor one specific job. W would be working
to devel op good work habits and attitudes necessary to function
successfully in the world of work. Enphasis is placed on the
practical skills that would facilitate an easier adjustnment to a
work setting. Such activities as the use of public transportation
fam liarization with noney and its use, and practical hone
econonics activities are just a few of the areas stressed

Parent services would include both parent relief and parent
education. The former refers to a linmted nunber of children being
served primarily to provide sone relief at home. Placenment in
these cases is usually short term and enphasis is placed upon
training in the very basic self-care skills. The Legislative Act
creating Daytinme Activity Centers specifies that parent education
be provided. This requirenent is fulfilled in a variety of ways.
There is a nonthly parent nmeeting at the Center on the first
Wednesday of each nonth. Usually there is a guest speaker and tine
is provided for parents to speak with the director, public health
nurse and the individual instructor of their child. Attendance at
parent neetings is required and failure on the part of any parent
to attend two consecutive neetings without valid excuse will place
in jeopardy the stay of their child at the Center. Cooperation
between the home and Center is essential for maximum effectiveness
in working with the children. In addition to parent neetings, the
director and the public health nurse try to have conferences with
each family during the programyear. Progress reports are made out
on each child two or three tines a year. The nmonth of February is
set aside as the tinme for individual parent-instructor conferences
to discuss these reports. \Wile the parent education services
nmenti oned are provided at specified tinmes, the entire staff of the
Center is available at any time for questions or conferences at
the request of parents.
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Referral services are continuous. \Wile a Daytine Activity
Center could conceivably be the starting point in services to the
retarded child, it should not be the stopping point. The Activity
Center should represent one service in the continuum of services
available to the retarded. This being the case, awareness of new
and perhaps nore appropriate services is a nust for any Center that
wi shes to serve the retarded nost effectively. During the course
of a year a Center should be continually evaluating children as to
their suitability for placenent in public school prograns,
vocational training centers and any other service avail able.

Long term non-clinical diagnhostic service is acconplished by
extensive and continuous observation and evaluation of each child
enrolled at the Center. Information so obtained will lend itself
to nore accurate prediction of what can be expected of a particular
child and assist in finding suitable placenment as his needs change

The enabling legislation of 1963 al so set basic requirenments
as to the classification of retarded that could be served by a
state funded DTAC. Wthin the legislated franework, the follow ng
were to be provided service: any person who is diagnosed as
retarded; school age retarded children who are neither educable or
trainable; mentally retarded children and adults who are unable to
attend school because of chronol ogical age and/or are unable to
engage independently in ordinary comunity services. Any specific
service limtations are primarily determned by the State Depart -
ment of Standards and Licensing.

A major problemin many, if not all, DTACs is the obtaining of
adequately trained and experienced staff personnel to carry out
effective programm ng efficiently. The state's basic requirenent
is that the director of a DTAC posses a bachelor's degree with
training and experience in the area of education, child devel opnent,
speci al education, parent counseling or psychology. It is, of
course, desirable to have as many trained and experienced personne
as there are positions available within a particular DTAC. Basic
qualifications of instructional personnel that are desirable are as
foll ows: Possess the ability to relate to children in a positive
manner; be able to understand children and their problems - but not
across the board acceptance of deviant behavi or; possess inagination
and enthusiasm be able to work for extended periods of time wthout
experiencing guilt feeling about a |ack of obvious and inmedi ate
success; be able to accept the nentally retarded child regardl ess of
superficial happenings - this does not inply never show ng disfavor
with activities. Whether or not a college degree is required
depends, in practice, on the size of the Center and how many
instructional staff menbers are enpl oyed.

In conclusion, DTACs in Mnnesota are varied in their physica
size, nunbers served, and classification of retarded being provided
service. The actual progranm ng may be different; however, the
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maj or goals should be simlar throughout the state. In addition
to tax sources for operational funding, many centers are supported
by private service organi zations such as the Ms. Jaycee's, The

El kS, Gvitan dubs, VFWand Anerican Legi on organi zati ons, as well
as individual contributors.

The ultimate goal of a DTAC should not be to becone a substi -
tute service for schools and/or institutions. The purpose of any
DTAC should be to provide 'services within a community to the
nmental |y retarded who can benefit from such a program



SHELTERED WORKSHOPS

Mervin Healy
Di rector
Qpportunity Wrkshop

W are in our twelfth year of serving the nentally retarded
young adults. QOpportunity Wrkshop began in 1953 when we becane
a legal agency. |Its beginning was in a five roomhouse on Penn
Avenue with fifteen young adults, strictly as a sheltered workshop
During the first few years there was no training and eval uation
This program was not devel oped until sone tine later. The first
job they did was sorting and rolling newspapers; this has been a
job that has been done in many workshops as a starter around the
country. The programwent along for several years as a termna
shel tered wor kshop

You mght like a little background as to how it got started
Through the initiative of half a dozen famlies whose retarded
adol escents were soon to |eave the Hone Study School, a survey was
nmade by the Fanmily and Child Welfare Division of the Community
Wel fare Council. This survey pointed up two conclusions; the
conmunity lacked a neani ngful post-school program for those
retarded who could not easily be absorbed into the labor force, and
there was an intense interest on the part of parents in enploynent
for their retarded adol escents. These parents were convinced that
their retarded young people could be productive workers and need
not sit at home and deteriorate. The Community Wl fare Counci
recommended that a sheltered workshop be established. A Board of
Directors was organi zed, drawi ng nenbership fromthe mnistry, [|aw,
and school adnministration as well as parents of retarded young
people. The corporation was approved in 1953. Help was given by
the staff of the Community Wl fare Council, and civic-m nded
i ndividuals and service groups becane interested. Two famlies
wi t hout retarded children purchased a house in which to begin the
program  The Juni or League of M nneapolis made a contribution
toward the salary of a director; and the Sout hwest and Suburban
Kiwanis Club gave financial support and |abor to the operating
costs and renmpdeling of the building. A director was hired, intake
procedure was established, a fund raising canpai gn was conduct ed
and Opportunity Wrkshop opened on Novenber 3, 1953.

For the first four years, Opportunity Wrkshop operated
primarily a sheltered workshop. The training inherent in the
programwas intended as preparation for sheltered enpl oynent, and
the clients were not expected to becone capable of conpetitive
enpl oynent. However, a fewclients began to show potential for
such enpl oynment and the State Division of Vocational Rehabilitation
referred two clients for training. Consequently, we began to nake
a distinction between training and sheltered enployment in January,
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1958. By this time, enrollnment had increased fromfifteen to
thirty, and the house was now far too small for confort. A
concrete block, industrial type building was constructed on the
rear of the lot, and the house was retained for office space
Agai n, we soon outgrew the space and in 1960, the house was noved
and a two-floor addition to the concrete buil ding was nade. It
was also in 1960 that Opportunity Wb rkshop joined the United Fund
organi zation. Qur nost recent nove has just taken place; our new
facility is located on one and one-half acres of land out near the
freeway at 512 West 78th Street. Plans are under way for an
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addition to be built which will provide 24,300 square feet of space.

This will enable us to serve from 180 to 200 clients, as comnpared
to the 100 we are now serving. Over the years of our operation,
the annual budget has also increased, from $8500 in 1953-54 to
$160,000 in 1963-64 and a projected $170,000 for this year

Qur board nenbers, twenty-three of them set policy and are
pretty nmuch representative of the whole conmunity. | think there
are about five professional people, about five housew ves, five
busi ness people, and then a clergynan, an attorney, an accountant.
Currently we have a staff of eleven, which breaks down like this:
We have a program coordi nator - psychol ogi st position, a dua
position which happens to be vacant right now. This is a hard
position to fill because it calls for sonmeone interested in
adm nistration with sone experience in this area who is also a
certified psychologist. There are perhaps six or eight people in
the Twin Cities area who would fit the position, and none of these
are interested or available. | think we are going to have to break
this position dowmn into two separate jobs. W also have a voca-
ti onal counselor, 2 1/2 work eval uators, the workshop supervisor, the
shop foreman, a full time contract procurenent director who spends
all his time seeking contracts for our people to do, a full tine
pl acenent director who | ooks for conpetitive job placenents for
our people, a secretary-receptionist, and a bookkeeper. W also
have about fifteen regular volunteers; we treat them like staff,
except we don't pay them There are al so several groups which
have continued to act as sponsors - the Kiwanis Club, the Lions
Club, Mrs. Jaycees, the M nneapolis Wnen's Club, and severa
others. W consider anyone a sponsor who gives us $100 or nore
per year in cash or equipnent.

At the present tinme, all our referrals cone from the Division
of Vocational Rehabilitation, for all practical purposes.
Qccasionally a parent will pay for referral and nany times we have
wal k-in referrals. People hear about our place and sinply walk in
with their son or daughter, and we don't stop them at the door and
send themto DVR W give thema tour, show themwhat we have to

offer, and then let them go home and talk it over. |If they decide
our programwoul d benefit their retardate, then they would contact
the DVR counselor. In nost cases, they have already been to DVR

and the counselor has sent them for a tour. The general procedure



then is that the client cones in, is assigned to a staff nmenber -
usual ly one of the work evaluators - for some general orientation -
where the time clocks are, where they eat lunch, and all the
routine things the client has to know to get along in a place like
ours. Then, during the first four weeks, the client is given a
battery of tests by a psychologist. He is placed in a nunber of
work stations, as nany as we can manage. W like to have himin
fifteen or even twenty work situations if we can. W like to have
himworking with a large group on the assenbly |line, with perhaps
just two or three people on sone kind of job, and on sone jobs

al one, to see how he reacts and responds in different kinds of
situations and different kinds of jobs. At the end of the four
weeks, the evaluation period is over. Sonetine during the fourth
week, the DVR counselor cones to neet with our staff to plan for
the future - whether the individual should go into our training
program whether he doesn't need training and should go right into
conpetitive enpl oynent, whether he should go right into our
sheltered workshop as a sheltered worker, or whether he should be
referred to another agency. The parents are brought in at some
point and at that tine we tal k about sheltered workshop potentia
or conpetitive enploynent potenti al

Now for a few specific statistics. During the past year, we
served a total of 155 people and the average training period was
six months. O all the trainees who cane into our program we
pl aced 57% in conpetitive enploynent. The other 43% we retained
in our sheltered workshop or screened out of our program | don't
know how this would conpare with other workshops, but | think we
have been rather fortunate. W have gotten sone good referrals
and | think 57% placed in conpetitive enploynent is quite high.
| know our average |Qhas gone up a little, fromabout 60 up to
about 64. The range is fromthe low40s to the high 80s. As of
today, there are 105 people enrolled in our program The average
age of this group is 25; the range is from18 to 64, but there is
only one person who is 64; if we onit her, the range is from 18
to 43. This one 64 year old we took in a couple of weeks ago
she had been in a state institution for 59 years. Let ne tell you
a little about her; it's interesting. She cane here from Europe
as a small child with her parents, and they were killed shortly
after they arrived here. She couldn't speak a word of English
and got placed at Canbridge. She is legally blind, and was
referred to us by Services for the Blind. She has been with us
only a couple of weeks, and loves it; she is working on one of
our assenbly lines, packaging a Sunday School kit. She is really
notivated and we hope we can keep her and find a suitable place
for her in the community. It is awmully hard to keep enotionalism
out of decisions; 59 years of institutional living stirs ny
enotionalism anyway. Since she is legally blind, it is going to
be a real challenge to find a job for her, but we are going to try
| would like to see her live a normal kind of life for what years
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she has left. If our placement director can find her a job, |
think 1'Il give hima raise

About 99% of our work is sub-contract, and 99% of our sub-
contracts are packaging and assenbly. W did $97,000 worth of
this type of work last year, and paid $43,000 in wages to the
trainees and the sheltered enployees. W also spent about
$20,000 in sub-sub-contracts. For instance, right now we have
an abundance of work. W are sending sone of this to United
Cerebral Palsy. So actually, out of this $20,000 that we sub-
contracted out, a good share of it was for wages for their people
so we generated nore wages than the $43,000 we paid our own
peopl e.

Training varies, as | nmentioned, fromno training at al
after the evaluation period to extensive training periods. W
try to keep this on an individual basis. For the first four weeks
of the evaluation period, we get $60 per week fromDVR  Every
counsel or writes the authorization for four weeks of evaluation
and twenty weeks of training, if we decide the client needs the
training. If he doesn't need it, we cancel this out. If he needs
more than twenty weeks, the counselor can increase the authoriza-
tion. The twenty week figure is sort of a happy medium During
the evaluation and training periods, individuals are paid a
transportation allowance only - $3.50 a week, which just about
gets themto and fro on the bus. The sheltered enpl oyees are
paid on a piece rate basis whenever we can. The nmore they do, the
nmore they make. You'd be surprised what an incentive this is.
Sonme who were dragging their feet stepped up their production
consi derably when we put themon the piece-rate basis. Money is
an incentive to nost of our people. Some don't care. None of the
shel tered enpl oyees make less than thirty cents an hour. W have
certificates to pay sone of themdown to as little as ten cents,
but we haven't done this yet. By certificates, | nean a perm't
from the Labor Department which allows us to pay a sub-nininmm
scale to handi capped workers. \& have eighty sheltered workers
right now and about 25 trainees. O the eighty, | would guess
about half could be conpetitively enployed if we could find the
right job in the right place with an enployer with the right
attitude. W have about six mongoloids in our place and they are
pretty good workers. | hope some day we can place sone of these.
As you know, they have extra strikes against them because they
ook different, but we have found themto be steady, dependable
workers.  Generally our placenent counselor is working to find
jobs for a nunber of our sheltered enployees. Right now we have
about twenty-three people working as a result of his activities
over the last eighteen nonths. They are making from $1.00 to $2.00
an hour. W have a working agreement with a nursing home in Edina
whereby they will take in people for on-the-job training, as tray
setters, room cleaners, bed makers, and helping with ol der patients
to bathe and dress themand so on. W pay the nursing home $20 a
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week for training our people. If they have a position at the end
of the training period, which is about a nonth, they will hire the
individual if they think they can use him |If not, they will give
hi ma good recommendation - or a bad one, whi chever the case may
be - for another nursing home. They pay the individual $1.00 an
hour while they are training him so we reinburse themfor half of
the individual's salary. V¢ hope to get nmore of this type of
agreenment. W are working on one with the Wrld Wde Store whereby
they woul d take in perhaps a couple of our people at a tinme to
train themin building maintenance - janitorial types of duties. |
amsold on this type of thing. It has a double benefit. It gives
our people a chance to get out fromunder our w ng, because no
matter howhard we try, we are sheltered to a certain extent, and
they need to get out and neet the cold facts of work, away from
Qpportunity Wrkshop. The other benefit, if we had eight or ten

of these places, would be that it would generate education and
interest in the coomunity and show that these people can do a |ot
of things people think they can't do. It could be a community
education project as well as on-the-job training.

| knowwe are going to run into snags wth these things.
There will be sonme youngsters who will foul something up or knock
over a shelf of supplies or break something; we expect these
probl ens and we deal wth themwhen they happen.

I'd like to tell you a few exanples of success and failure
stories. Wen | was in the workshop in Fergus Falls we had a boy
who | ooked pretty good. Hs IQwas in the |ow 80s, and he had
sone personality problens, but he was a good worker. Ve coul dn't
find anything for himto do up there. He wanted to be a baker and
we tried all over town to find a bakery that would et hi mwork
for nothing; we would have paid himfromthe workshop. | had no
success with this. Later, after | cane down here, this sane boy
cane down to University Hospital for some treatnent of a skin
condition, and came to our workshop. W placed himat VWrld Wde
Hol iday Store. He started out at $1.75 an hour, and just recently
was raised to $2.00 an hour. He now has about $300 or $400 in his
savings account. He is working on his driver's license. He wants
to be a licensed driver and buy a car sone day. | told himnot to
go to a used car deal er unless sonebody was wth hi mwho knew about
cars, because | can just see sonebody taking advantage of hi mand
selling hima lenon. This is part of the follow up service we
offer. W help himgo buy a car or start a savings account.

Let me tell you about one of our |ess successful individuals.
He al so works at this same place and we encouraged himto start a
checki ng account. W& encourage nost of our peopl e when they get
jobs to start a checking account or a savings account, or both.
This boy started a checking account but he forgot that when you
run out of money you don't keep witing checks. He had a little
problem he wote three twenty-dollar checks that he coul dn't



cover. W had to bail himout. | think he has caught on now that
when his checki ng account gets down to a certain point he either

has to put nore in or stop witing checks. This same boy got kicked
out of one boardi ng hone because of his drinking. W thought we had
his al cohol problempretty well conquered; | think it is now

About half our people last year were fromout of town. V¢ have
four boardi ng homes we are using now, tw for boys and two for girls,
through an arrangenent with Hennepin County. They get their board,
roomand |aundry for from$75 to $85 a nonth, which is a real bargain.
In most cases, this is paid either by the Wl fare Board or by DVR
rarely, it is paid by parents. V¢ don't have the anount of super-
vision in these hones that we would like to have. W& realize that
the boarding parents can't treat six or eight of these adults |ike
children. W do encourage them especially inthe girls' dorns, to
sign out - like a canpus situation. If a girl is going to a novie
at eight, she should be back by 10:30 or 11:00 and if she signs out,
the boardi ng parents have sone idea where she is and when to expect
her back.

Transportation is another problem W have people who are
riding the bus two hours in the norning and two hours at ni ght, and
our workshop day is seven hours. This is one reason that we are
encouraging the group interested in starting a sheltered workshop
closer to downtown; it would nake a lot of difference to our clients
who cone fromthe north end of town.

Perhaps it's tine for some questions now.
Question: Wy has the average | Q gone up?

Answer: This happened, | think, because we changed our program
somewhat. It used to be a forty-two week training program The DVR
counselor felt many times that this investment in a client, which
amounted to $1260, was a lot of noney for someone who mght end up
just a sheltered worker. They could send an individual to the
university for quite a while for $1260, and they operate on cl osures.
So we tried to individualize our plan and not have the training
period run as long as forty-two weeks if it wasn't needed for the
individual. This resulted in DVR sending us sone other kinds of
peopl e - some who are enotionally disturbed, some who are mldly
retarded - and this is why the average 1Qis a little higher.

Question: Can you serve all the people who apply, or do you
have to turn a lot of them away?

Answer: Everyone asks if we have a waiting list. No, not a
formal, witten-down list. Ve knowwho is coning for the next six
nmonths. V& have approximately two a week. Qur waiting list exists
in the counselors' case loads out in the state of Mnnesota. A
counselor fromSt.doud nay cone in and say, "l've got three or four
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fellows | amgoing to send down in the next three nmonths or so,

but the parents aren't quite ready yet." Ve are the third hi ghest
agency in Mnnesota for referrals fromDVR Mnneapolis Rehabilita-
tion Center is first, Mankato Rehabilitation Center is second, and
Qoportunity Wrkshop is third. DVRreferred eighty-eight people to
us in 1964.

Question: Are you the only sheltered workshop in this area?

Answer: V¢ are the only one that has said we deal with the
retarded only. It started out to be for the retarded only, but now
we are getting in some nore conplicated probl ens, people wth perhaps
mld, retardation but an overlay of enotional problens, people who
have epilepsy or cerebral pal sy and some w th physical handi caps.

Question: How do you do your psychol ogi cal eval uations when
your psychol ogi st job is vacant?

Answer: W use a psychol ogi st on a "noonlighting" basis. He
cones over in the late afternoons and we hold a client for an hour
or nore, and he does the evaluation in perhaps two or three sessions.
This isn't as desirable as having a full time psychologist.
course, if we had a full tine psychol ogi st, he woul d do nore than
just tests. He would have a case load and carry other kinds of
responsibilities too.

Question: After the evaluation, what specific kind of training
prograns do you have?

Answer: V¢ have only two areas that are specific vocational
skills: Cafeteria and buil di ng- mai nt enance ki nds of jobs. The
cafeteria training has been discontinued until we get our new
addition built, but then we will pick it up again. I'mnot too
interested in trying to train for specific vocational skills. Ve
are nore concerned with the work adjustnent type of skills. Qur
classes are all ained at social and personal adjustnent problens and,
of course, job responsibility. |If you can get a retardate - or
anybody - to the point where his attitude on the job is good, he
cones to work on time, he gets along with his co-workers, and with
his supervisor, there is no reason why he can't do the type of job
he is going to get without any specialized prior training. 1 like
the short termon-the-job placenents. They give the clients a
little nmore experience and broader insight into the world of work.
W have a practical class in noney and change-maki ng; a coupl e of
our volunteers work on this. V¢ have personal groonmng for the boys
and also for the girls; this is the only class that is not co-
educational, for obvious reasons. \& used our shower for the first
tine the other day. V¢ thought probably the showers woul dn't get
too much use; we had planned to use themas a lever, telling a client,
for exanple, that if he didn't take a shower or bath that night he
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woul d get one at work the next day. ne of our volunteers got
really fed up with one of the clients who really needed a bath and
took her into the shower and | guess showed her how. This girl
liked it so well she didn't want to come out!

Question: Wuld you talk a little about some of the genera
probl ens that sheltered enpl oynent places have?

Answer: Cf course the biggest problemis that the 43%you don't
pl ace in conpetitive enploynent eventually will plug your sheltered
wor kshop.  You have to reserve so many spots for training, and if
there isn't any turnover anong the sheltered workers, you don't have
any spots for the new sheltered workers that cone along. Another
thing is the problemof incentive. Sone of the sheltered workers do
care about noney, but some of the |less capable ones really don't,
and the only reason they want to be there is for the conpani onship.
This is the only incentive you can use with some of them

Let me tell you a little nore about our support. 50%cones
fromsub-contracts, 30%fromDVR tuition, 15%fromUhited Funds, and
5%from donati ons and m scel | aneous sources. |'ve been working on
the budget, trying to divide things into two parts - evaluation and
training. At the rate we are being paid, the tuition is paying for
the evaluation and training parts of the program Qur overhead stays
about the sane, but it nmakes sone difference whether our workers are
80 sheltered workers. Suppose we had 40 normal individuals; they
woul d do as rmuch work and you woul dn't need as much supervision. You
hear educators talk about the per pupil cost. Well, our sheltered
enpl oyee deficit cost |ast year was $321 per person. For conparison
consi der the approximately $1400 a year that it costs to keep an
individual in a state institution, or the special education per pupil
cost of about $1,000 a year which one school admnistrator quoted to
me. By conparison, | don't think we are doing too badly with our
deficit in our sheltered workshop. |If a sheltered workshop were self-
supporting I would be very suspicious; | would think sonething was
wong and | woul d wonder who was being exploited if a sheltered
wor kshop for the retarded did not have a deficit.

Question: Wat kind of person would you drop from your sheltered
wor kshop group?

Answer: First, we should nention the criteria for entrance. The
client has to be able to travel independently and take care of all his
personal needs. V¢ have had sone who could not travel independently
who were brought by their parents, but they had other assets that
offset this. W have a boy nowwho wouldn't be able to stay if his
brother weren't with him his brother does practically everything for
him He is just too lowin ability, and we won't even be able to
make a sheltered worker out of him |If we don't feel that a person
can becore even a mninal type of sheltered worker, we generally think
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he should be institutionalized and we recommend this in sonme cases.
Everybody can't be out of an institution. Sone people will advocate
that we don't need institutions any longer, but to ne this is
ridiculous. V¢ have a group now of about eleven who are pretty
nmargi nal in conpetence even for sheltered workers, and we use them
as our yardsticks. |If a person doesn't neasure up at least to their
level, we feel that he doesn't belong in the workshop. W are
considering possibilities for sone kind of day activity center to be
attached to our workshop for sone of these people. There is nothing
black or white in this field; you always have the gray zone to
contend with.

Question: Were do you start |ooking for contracts when you
are establishing a new workshop?

Answer: Well, in Fergus Falls, a city of ten or twelve
thousand people, | started going up and down the street. | talked
to the Lions AQub and the Rotary AQub and the Kiwanis d ub and begged
for contracts and finally we started maki ng unfini shed furniture and
then other things began to devel op. | had never had any experience
in industry. Qur contract man now is fromindustry so he knows how
things are done. Another thing | did in the early days was to go
into a place and, if they would let me snoop around, | woul d | ook
for nuisance jobs. Maybe they had some jobs that came up once a
week and required pulling someone off his regular job to take care
of. This worked, and sometines we got sone nui sance jobs. The main
thingis, if you get ajob, do a good job with it even if the staff
has to pitch in, then you get repeat business.

VW aren't going to nake all of our retarded workers totally
i ndependent - there does have to be some subsidy. Let's just run
a person through life, for an exanple. Let's say he is 20 years
old, and has been through our training program V¢ were able to
train himto a point where he earned one thousand dollars a year.
If he earns a thousand dollars a year and lives to be seventy, that's
$50,000 he will earn. This isn't enough for himto live on, so we
will have to set up a plan to subsidize Kimanother $2,000. |If you
take one hundred people and add up the noney that you save by
subsi dizing themonly $2,000 a year instead of the full $3,000 a
year, it adds up to a sizable saving. | think that the three
hundred and something dollars that it costs the community to under-
wite our deficit is a pretty good investnent.

Wien we | ook at reasons for job failure, a nmain reason is |ack
of speed and lack of ability to transfer fromone job to another
without a lot of supervision.
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COMWUNI TY ORGANI ZATI ON AS A PROCESS

T.0. Olson
Gonsul t ant
Health and Wl fare Council of Hennepin County

I work for the Health and V¢l fare Council of Hennepin County
and ny specific job is to serve as a Qonsultant to our Famly and Child
Wl fare Commttee. U until 3:00 p.m today | had been engaged in a
| uncheon neeting of our Board of Drectors and followi ng that had a
brief interviewwith a reporter fromone of the local papers. | tell
you this for a specific purpose. Today our Board passed a resol ution
which will be transmtted to the House Appropriation Conmittee and the
Senate Finance Coomttee of the State Legislature asking them to con-
sider favorably the requests of the State Departnent of Public Wl fare
for staff positions for the institutions serving the mentally retarded.
This action does have sonmething to do with the process of conmmunity
organi zation. There is a history behind this resolution. This history
includes the work and efforts of a |arge nunber of individuals, organi-
zations and groups who have worked for a very long time trying to
pronote better service and care for our nmentally retarded patients.
It's only been in recent years that we've had any significant interest
in mental retardation beyond that of a few concerned individuals.

Today in this state and in a good nmany other states this interest goes
beyond these individuals, the parents' groups and the official state
agenci es. W have now what you mght call general public awareness
that there is a problemhere with the level of care that we are giving
to the nentally retarded. Therefore, the action taken today is nmade
possi bl e because all kinds of individuals like Dr. Harriet Bl odgett,
and all kinds of organizations like the Mnnesota Association for
Retarded Children, have been working patiently and fruitfully for many
years. Al of these small individual and group efforts have paid off
in the sense that we have an awareness today so that we are hopef ul
that our legislature will nmake it possible to nake a significant
difference in the level of care that we are giving our retarded pa-
tients.

This is one very snmall and yet very current exanple of the process
of community organi zation. Let us stop for a mnute and exam ne what
we rmean by the term"comunity organization." First of all, let ne
ask the question, "What is neant by use of the term ' comunity' ?" A
comunity can vary in size froma handful of people on up to what we
mght call the world community. An organization may consist of parents
who are interested in school children and organi ze thenselves into a
PTA' It may range in size all the way up to the individual nations
that belong to the United Nations. Both types of groups are interested
and in sone degree engaged in the practice of what we mght |oosely
define as community organization. |f we knew enough about peopl e and
enough about the process of community organi zation, we mght perhaps
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do a better job in our world coomunity in such places as Viet Nam
or we mght do a better job in terns of our relationships with

Russia and China. If we had enough skill and if we had enough know
| edge about how peopl e think and how people feel, we probably coul d
build a safer and a nore productive world. In a general way |I'musing

the term community organi zation to nean the process and all of the
action that is taken in trying to affect sone kind of a change with
the problemsituation. |f you believe in commnity organization, you
nust believe that people and problens can change. |[If you accept this
concept then you nust reject the philosophy of determinism This is
the idea that says that we can do nothing about the world that
surrounds us. In order to practice community organi zati on you nust
also reject the laissez faire phil osophy which suggests that we shoul d
just sit back and let the world nove along in front of us without

maki ng any effort to change it. In accepting the theory of community
organi zation we are saying that it is possible then to do soret hi ng
about the social and hunan probl ens whi ch confront us.

To put it another way, community organization is. the conbi ned
efforts made by people in groups to inprove their comunity life. Ve
are, therefore, talking about a denocratic process where nunbers of
peopl e work together, think together, plan together and act together.

The individuals in the group nmust first of all have sone fornal
recognition that there is a problemand that there nay be ways of
resolving this problemby working together. (bviously, there also has
to be a group interested and willing to tackle this assignnent.
Selecting the appropriate group is inportant. Early in the process
it's going to be recognized that the group is going to have to have
specific information and facts concerning the problemand the alterna-
tive solutions. W nay decide that it will be necessary to go out and
collect sonme data. If we do this, we are also going to have to sort
it out and evaluate it. Sonetimes our information requires publicity
inorder to tell the story to a larger group of the public. This
latter action is the inplenentation part of the commnity organization
pr ocess.

A variety of kinds of groups and organi zations are engaged in
using the process of commnity organi zation. e exanple is our own
Health and Wl fare Council. In a specialized kind of a sense, politi-
cal parties use the sane process when they are trying to wi n support
for their candidates or for their platforns. A PTA may al so use the
process of community organization if they are trying to gather support
for a bond issue to inprove the educational system

Soneti mes successful inplenentation requires the expenditure of
funds. This makes your goal nore difficult to achieve. For any
significant action on the part of a large coomunity there nust be a
clinmate of readiness. Qur citizens and our legislature here in
M nnesota have what | hope is a climate of readiness for action which
is going to involve expenditures of additional noney for the nentally
retarded.
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Let's take a look at some other exanples. There is a lot of
interest in the problens of senior citizens here in Mnnesota and in
many other states also. At this tine there arc two dozen bills in the
M nnesota Legislature all having to do with providing tax relief for
ol der people. Again, we have an exanple of a climate of readi ness on
the part of the people and governnent. However, nuch work and effort
has proceeded this climate of readiness concerning senior citizens
today. The Townsend Plan of the 1930's appealed a great deal to nany
people in this country and in its way hel ped to pave the road for sone

of the achi evenents we've had in recent years. |In recent tines we've
seen a nunber of states provide free fishing licenses for persons over
65. In some communities you can get free checking accounts and theater

tickets at half price and also cutrate fares on the buses if you're a
senior citizen. Public housing at lowrents for the aged is another
recent innovation. None of these things occur just by happenstance.
Things that happen today are permtted to happen because of a |ong
history that precedes the action. These would include expressions of
concern about inadequate housi ng, inadequate financing and speci a
needs and so what we find is a very gradual acceptance for inprovenent
of sone of these conditions. |In the history of the noverment for im
provenents for senior citizens, we find that all kinds of groups have
studied the problem have talked about it, have gathered facts and,
yes, they have alsowitten letters, nade tel ephone calls, signed
petitions and used a variety of other techniques including publicity
in order to achieve the gains that we're tal king about today. This is
ineffect, the commnity organization process.

Si ngl e person canpai gns for najor social changes cannot possibly
be as effective as the collective action of inforned groups. |In the
hi story of the devel opment of our country, some of you will remenber
Horace Mann in his fight for free public education. QO you nay recal
Q ace Abbott in her one wonan war to abolish child labor fromthe
Anerican scene. Some of you will recall having read the sad stories
about dependent and neglected children in the United States 100 years
ago. QGoups of these children were noved fromthe East Coast by trains
to the Mddle Wst and literally given anay to anyone who was wlling
to take them Labor was, of course, an inportant cormodity and all
ki nds of businessnen and farmers were interested in cheap or free child
labor. Gace Abbott was one of the peopl e who was shocked by this kind
of treatnent of children and who worked so hard for child welfare
legislation. W also had other exanples in people |ike Dorothea D x
and difford Beers who were individuals carrying on one person cru-
sades to inprove the lot of the nentally ill. Some of you will recal
in your reading the use of the term"al ns house" which was a commnity
facility usually stuck out in the country where they put all of
society's rejects including the mentally ill, the nentally retarded,
the crippled, the old, and the young and every ot her person who was not
able to take care of hinself. Al of these social rejects lived in
these al ns houses free and were given food and shelter and were in the
Biblical sense living off the alns of the church and the coomunity. |
amnot intending here to ridicule or criticize people |Iike Gace Abbott,
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Dorothea Dix and AQifford Beers. These were certainly inportant
peopl e in the devel opnment of services in our country and we need nore
like themtoday. Wat | as saying, however, is that groups who work
toget her can acconplish their goals much nore quickly than is possible
under what | have called the one person crusade. Qur society today is
a conpl ex one and the person who stands alone isn't seen or. heard by
very many others. Some of our nodern day crusades, of course, have
been initiated by a single person who gradually got others involved.

As we think today about the process of community organi zati on, we
al so should give at |east some consideration to the qualifications of
staff persons who might do this work on a full tine basis. Instead of
tal ki ng about professional education and training, | would prefer to
talk about skills and ability that are inportant in this type of work.
If we are talking about staff qualifications in the health and wel fare
field, we would say that first of all we would hope that the staff per-
son woul d have some know edge about the field, or fields, in which he
is engaged. He may not have concentrated professional know edge about
each field that he works in, but he should have some understandi ng and,
of course, the ability to learn quickly. The staff person al so needs
the ability to be able to select individuals to work in the groups who
are going to be studying problens. In addition, he should al so know
sonet hi ng about the nethodol ogy that is going to be used and he shoul d
have some understandi ng of research techniques including the ability
to gather, evaluate and interpret facts. Some skills in public rela-
tions also becone inportant and certainly some know edge of standards
as they apply to particular progranms. Thus if we were tal king about
congregate care, it would be inportant for the staff person to know
sonet hi ng about acceptable standards and the standard setting bodies.
In addition, we would hope that our staff person woul d have sone know
| edge of individual and group behavior. He should have sorme ability
and skill to stimulate group thinking and group action.

(For the next half hour or so, the group discussed various
exanpl es of the commnity organi zation process. Sone of the things
di scussed included such subjects as action taken by the N collet-Loring
Park group in Mnneapolis, the recent concern concerning juvenile glue
sniffing, conservation prograns, the AFDC program etc.)

At this point 1'd like to call your attention to what | call the
probl em of autonation. Today it has becone inportant to have a high
school diplona to get alnost any job. |If this is true today, what is
it going to be like 10 years fromnow? CQurrently we |ose 40, 000 jobs
per week directly due to automation. Some of these are repl aced by
autonation but the net |oss each week totals 25,000 jobs. Qur situa-
tion is further conplicated because the unskilled job of today is far
nore technical than it was a fewyears ago. The janitor's job today
is nmore conplicated than it was and he is now required to know how to
work a variety of kinds of pieces of machinery and in addition he nust
be able to have some understanding of the differences in the sweeping,
cl eani ng and waxi ng conpounds. Wat is the inplication in this for the
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nmentally retarded? To begin with you nust start with a prem se that

he is a handi capped person intellectually and is not as capabl e of
learning. Consequently, he has a difficult tinme today obtaining and
hanging on to a job. Hs problemis going to be much greater ten

years fromnow The automation experts say that currently we are using
less than 1%of our potential in this field. This, therefore, poses a
great challenge for us today and in the future. W are fortunate today
to have high rates of enployment and a good degree of econonic security.
It is inthis kind of a clinate that we have a greater opportunity to
nmake gains for the mentally retarded. It is also very difficult to
keep a high degree of interest in a particular problemfor a concentra-
ted period of time. This suggests that the public attention that we
have today for mental retardation may drop off and along with that we
nmay | ose sone of the gains that we have made and will be nmaking in

the near future. | personally do not have the answer for this kind of
a problembut |I do feel it is inportant to be aware of it and to begin
come thinking about it.

At this point I'd like to talk with you a little bit about the
i nportance of communications. | would suggest that communications are
inportant in all phases of human living. Gyod communications are
important for healthy famlies, businesses and all kinds of groups and
organi zations. A variety of techniques are used by formal organiza-
tions and businesses in trying to inprove communications. Sone of
these techni ques woul d include staff neetings, menoranduns, newsletters,
orientation prograns for new personnel, and witten personnel policy
manuals. A ong with these kinds of fornmal techniques of comunica-
tions, we also see sone interesting varieties of informal techniques.
e of the nost inportant that you have all heard about is what we
woul d call the "grape vine." Sonetimes, unfortunately, the grape vine
is the only nmethod of communication. The so-called grape vine is an
inportant auxiliary to nmore formal channels of communication. The
| arger the organization the nore difficult good commnication is and
the nore inportant the formal techniques becorme. |f the lines of
comuni cation are very long, we find greater opportunity for a break-
down in conmuni cati ons.

e of the basic problens in comunication relates to the differ-
ence in people who are hearing or reading a nmessage. Al of us are
different and we tend to put our own individual stanp on what we do
hear or read and interpret it according to our own experiences and
bi ases.

Communi cations are inportant anong organi zati ons and agencies
serving the nentally retarded. S nce each of you works in or will
work for some kind of an organization serving the mentally retarded,
it is inportant that you understand precisely what the function of
your organi zation is and what the work is of conparable organizations.
This is inportant so that we do not have unnecessary duplication of
effort in our services for the retarded. How can we nake appropriate
referrals to other agencies serving the retarded unl ess we understand
the services that they offer? The inportant point here is that good
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communi cations and inter-agency communi cations lead to a better use of
services and a better overall program In other words, good communi ca-
tions' is a little bit like good health in that it's something that we

nmust work on conti nuously.



